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T he purpose o f  this study was to  develop a m easure o f  secondary conditions, explore the reliability 
and validity o f  the m easure, and explore the relationship betw een secondary conditions and 
participation am ong adolescents with disabilities. This research collected ratings o f  lim itation due to 
secondary conditions, and ratings o f  participation for 24 adolescents with
Intellectual/D evelopm ental Disability. D ata show  that the participants experience an average o f  11 
secondary conditions during a three-m onth  period as reported  by families. T h e  in ter-rater agreem ent 
betw een parents and Family Support Specialists was .73 on a point-by-point com parison, and .85 
w hen com paring w hether o r no t lim itation was a concern. D ata collected from  the participation 
measure dem onstrated  that participants in this sam ple participate in an average o f  23 activities in a 
four-m onth  period as reported  by families. D ata show ed no statistically significant correlation 
betw een secondary condition lim itation and participation in this sample.
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Development o f the Secondary Conditions 
Among Adolescents with Disabilities (SCAAD) Instrument:
An Exploratory Study 
Research on the developmental time period o f adolescence is abundant. Since the 
establishment o f  the 1990 Americans with Disabilities Act, research focusing specifically on 
adolescents with intellectual and developmental disabilities has increased. Nevertheless, such 
research has not yet tapped into a number o f areas concerning the development o f  adolescents with 
disabilities. This study aimed to explore the health and participation among adolescents with 
disabilities. Using a convenience sample o f adolescents between the ages o f 13 and 21 years with 
intellectual or developmental disabilities (I/D D ), data regarding disability, secondary conditions and 
participation was collected and analyzed. Results may provide needed information for future 
development o f health promotion and intervention programs for the targeted population, as well as 
serve as a stepping-stone to further research in the area o f  adolescents with disabilities.
Disability7 in America
Disability7, in general, can be “defined as a limitation in performing certain roles and tasks 
that society7 expects o f an individual” (Institute o f  Medicine, 1997, p. 5). Disability7 manifests itself 
when there is an imbalance between an individual’s competence or capabilities and the demands 
placed on that individual by the environment. The interaction between the individual and the 
environment has been a focus o f research for a very long time. In 1936, Kurt Lewin conceptualized 
the person and environment interaction with the use o f the equation B=f(P,E) wherein behavior (B) 
is a function J) o f both the person (P) and the environment (E). This formulation suggested that it is 
necessary7 to take into account both the individual and the environment in which that individual is 
placed in order to more fully understand behavior as well as development. This concept applies 
especially when considering individuals with disabilities. The behavior that is expressed by
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individuals with disabilities must be considered within the context o f  their environments. 
Additionally, it is important to consider the abilities o f  the individuals given the limitations they may 
develop secondary to disability.
Models o f Disability.
Historically, there have been many views o f disability, including a variety o f disability models. 
One specific disability model, published in the 1950s by Saad Nagi, stated that there are four major 
components to the disabling process: pathology, impairment, functional limitation, and disability' 
(Institute o f  Medicine, 1997). The Institute o f Medicine (1997) describes this model as follows:
1. Pathology refers to molecular, cellular, or tissue changes caused by 
disease, infection, trauma, congenital conditions, or other factors.
An example is the death o f spinal cord neurons following injury.
2. Impairment occurs at the organ or organ systems level and results 
in an individual’s loss o f  a mental, physiological, or biochemical 
functional, or abnormalities in these function.
3. functional limitation is an inability' or hampered ability' to perform  a 
specific task, such as climb a flight o f stairs
4. Disability com ponent o f the model refers to “a limitation in 
performing certain roles and task that society' expects o f an 
individual” (p. 5).
The International Classification o f  Functioning, Disability- and Health (ICF, 2000) also 
established a model o f disability. The ICF, established by the World Health Organization (WHO), 
offers an international, scientific tool for understanding human functioning and disability- for 
clinical, research, policy development and a range o f other public health uses” (Ustiin, Chatterji, 
Bickenbach, Kostanjsek, & Schneider, 2003, p. 565). The W HO , and in turn the ICF, view disability'
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as having a universal nature. T hat is to  say, disability is viewed as an integrated part o f  the life o f 
individuals. T he W H O  and the IC F  aim to  describe disability in term s o f  a health perspective as 
opposed  to a disease perspective (Dollar & Sim eonsson, 2005). T he IC F m odel o f  disability indicates 
that disability is often related to  an altered o r com prom ised function (Lollar & Sim eonsson, 2005). 
Furtherm ore, the IC F em phasizes that disability does no t equate w ith illness. R ather, it suggests that 
hum an functioning is based on a num ber o f  different dim ensions. These dim ensions include the 
ongoing influence o f  environm ental factors, personal factors and contextual factors. E nvironm ental 
factors m ight include such things as access to buildings, activities, participation, and discrimination. 
Personal factors include such aspects as age and education. C ontextual factors include such aspects 
as socioeconom ic status (Lollar & Sim eonsson, 2005).
The m odels o f  disability pu t forth  by N agi and the IC F have parallels w ith several m odels o f 
hum an developm ent. Both disability m odels make reference to the individual as an active participant 
in his o r her developm ent. F or example, Nagi includes the individual on a very biological level. 
Precursors to  disability, according to  Nagi, fall on  the m olecular to  the organ systems level, and 
ultimately to  the level o f  the individual’s inability o r  ham pered ability to  function in his o r her 
environm ent. Additionally, the IC F notes the im portance o f  bo th  the individual and the 
environm ent. Both m odels em phasize the im portance o f  n o t only the individual, b u t the 
environm ent as well. The affect o f  the dynam ic interaction o f  individual and his o r her environm ent 
are readily found in a num ber o f  hum an developm ent m odels as well.
M ost m odern  viewpoints o f  developm ent recognize that bo th  the environm ent and the 
individual are significant factors in the course o f  hum an developm ent. Lew in’s 1936 construction o f  
the individual and environm ent interaction, as previously discussed, is one such developm ental 
m odel that incorporates aspects o f  the environm ent and the individual. T he contextualistic 
worldview o f  developm ent is a paradigm  in which the individual and the environm ent are in
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dynamic interaction at all times (Parke, O rnstein, Rieser, & Zahn-W axler, 1994). W ithout the 
context, o r  the environm ent, the individual is unable to develop. In turn, the individual readily 
affects the surrounding environm ent (Kuczynski, 2003). This tw o way processes illustrated by Bell 
(1968) and Kuczynski (2003) in  the context o f  child developm ent suggests that children are curious 
and w ant to understand as well as explore the world around them . T his curiosity and exploration 
result in socialization with others. T he socialization betw een children and others is influential in 
both  directions. Children influence the actions o f  o thers, while o thers influence the actions o f  
children. This dynamic, unfolding process o f  interaction serves as a contributing factor o f  the 
developm ental process.
In summary, m odels o f  disability and m odels o f  hum an developm ent share an em phasis on 
the im portance o f  bo th  the environm ent and the individual. A  commonality- o f  these m odels is that 
both  disability- and developm ent are produced by the dynamic interaction betw een the individual and 
the environm ent. L nderstanding disability, like understanding developm ent, involves appreciating 
the roles played by factors outside o f  the individual as well as those w ithin the individual.
Demographics o f Disability
According to the U nited States C ensus (2007) approxim ately 51.2 million people (or 18 
percent o f  the population) have som e level o f  disability. A n estim ated 32.5 million (11.5 percent o f 
the population) reported  having a severe disability. While determ ining the prevalence rates o f  
disability am ong Am ericans o f  a specific age group is difficult, the A ugust 2002 D D  Data Brief has 
estim ated that 3,258,817 o f  the school-age population (ages 6-17 years) have one o r m ore disabilities 
(Anderson, Larons, Lakin, &  Kwak, 2002). This statistic includes children w ith developm ental 
disabilities, intellectual disabilities, developm ental and intellectual disabilities, and o ther disabling 
conditions o r im pairm ents. This num ber makes up approxim ately 7.1%  o f  the school-age 
population. It is necessary to keep in m ind that this figure includes children w ith a variety o f
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disabilities, including learning disabilities, em otional conditions (i.e., behavior disorders, depression, 
anxiety) as well as those with intellectual and developm ental disabilities.
M ore specifically, o f  the 3.2 million children w ith disabilities, 1.9 million are children 
betw een the ages o f  6-12, and 1.3 million are children ranging from  13-17 years o f  age (Anderson, et 
al., 2002). A lthough these statistics include children with a variety o f  disabilities, the fact remains that 
there is a rather sizable population o f  children with disabilities. U nderstanding these children and the 
environm ents in which they reside will aid in better understanding how  to  design health prom otion  
and intervention program s for children with disabilities.
Intellectual and Developmental Disabilities
Intellectual and developm ental disability, o r I /D D , is a term  used to  cover a wide range o f 
im pairm ents. Broadly speaking, the term  developm ental disability refers to chronic conditions 
resulting from  m ental o r physical im pairm ents (h ttp ://w w w .cd c .g o v /n cb d d d /d d /d d l.h tm ). 
D evelopm ental disabilities range from  mild to severe (Pope, 1992). T he C enter for Disease C ontrol 
states that developm ental disability describes a condition o f  one o r m ore m ental o r physical 
im pairm ents that begin at an early age and will likely continue indefinitely 
(h ttp ://w w w .cdc.gov /n iosh /w dd-back .h tm l). Furtherm ore, individuals w ith developm ental 
disabilities may have problem s w ith activities such as language, mobility, learning, self-help, and 
living independently. Generally, developm ental disabilities have an onset anytime during 
dev elopm ent (up to 22 years o f  age) and usually continue throughout the entire lifetime. Exam ples 
o f  intellectual and developm ental disabilities include cognitive im pairm ents (i.e., as m ental 
retardation), sensory im pairm ents (i.e., as blindness), neurological disorders (i.e., cerebral palsy), and 
genetic disorders (i.e., as D ow n syndrom e) (h ttp ://w w w .cd c .g o v /n io sh /w d d -b ack .h tm l).
Disability research term inology tends to  focus on the phrases intellectual disability a n d /o r  
developm ental disabilities. Intellectual disability m ost com m only refers to  m ental retardation.
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D evelopm ental disability refers to m ental retardation in addition to  o ther disabilities such as cerebral 
palsy, m uscular dystrophy, o r D ow n syndrom e. F or purposes o f  this paper, intellectual and 
developm ental disabilities will be presented in the form at o f  I /D D .
Mental Retardation. M ental retardation is the m ost com m on intellectual disability. According 
to the Am erican A ssociation o f  Intellectual and D evelopm ent Disability (A A ID D ) formerly know n 
as the Am erican Association o f  M ental R etardation (AAMR) m ental retardation involves intellectual 
and adaptive behavior limitations (h ttp ://w w w .aam r.o rg /P o lic ies/faq_m enta l_ retarda tion .sh tm l). 
T he disability o f  m ental retardation originates before age 18. The age o f  onset o f  m ental retardation 
before the age o f  18 is similar to the C enter for Disease C ontrol and Prevention’s indication that 
developm ental disabilities originate at any poin t in developm ent before the age o f  22 years. 
Furtherm ore, the A A ID D  suggests that there are five assum ptions essential to the application o f  the 
definition o f  m ental retardation. These assum ptions include:
1. L im itations in present functioning m ust be considered within the context o f  
com m unity environm ents typical o f  the individual’s age peers and culture.
2. Valid assessm ent considers cultural and linguistic diversity as well as differences in 
com m unication, sensory, m otor, and behavioral factors.
3- W ithin an individual, limitations often coexist w ith strengths.
4. A n im portan t purpose o f  describing lim itations is to  develop a profile o f  needed 
support.
5. W ith appropriate personalized supports over a sustained period, the life 
functioning o f  the person w ith m ental retardation generally will im prove. (AAMR, 
2002).
1 he American Psychiatric A ssociations defines m ental retardation, o r significant limitations 
in intellectual function, as an IQ  o f  70 o r less (O rto  & Marinelli, 1995). Mild m ental retardation is
D evelopm ent o f  the Secondary 9
considered w hen an individual has an IQ  ranging from  55 to 69. A n individual w ith m oderate m ental 
retardation has an IQ  o f  40 to 45; severe m ental retardation IQ  ranges from  25 to  39, and an IQ  o f 
24 o r less is indicative o f  profound m ental retardation (O rto  &  Marinelli, 1995). In general, mild 
m ental retardation has been accepted to  refer to  individuals with IQ s ranging from  50 to  70.
A lthough the biological causes o f  m ental retardation are num erous, in a large num ber o f  
cases (30 to  40%) the cause o f  m ental retardation is unknow n (Papalia, O lds, & Feldm an, 2006). The 
know n causes o f  m ental retardation include prenatal developm ent problem s (i.e., the effects o f  
teratogens), m ental disorders, environm ental factors (i.e., lack o f  stimulation), birth  traum a, and 
medical o r hereditary conditions (APA, 1994).
Secondary C onditions 
In recent years, disability research has begun to  focus on  secondary conditions as a 
factor that can limit participation in everyday life (Marge, 1988). I he W H O  and IGF have 
instituted resolutions focusing on the nature o f  disability and its effect on  participation. Just 
has Lewin suggested the interaction betw een the person and the environm ent creates 
behavior, W H O  and IC F consider this behavior as participation. Secondary conditions have 
recently com e to  the forefront as elem ents limiting the participation in everyday life for 
individuals w ith disabilities. Secondary conditions are defined as “preventable health 
problem s that are experienced by an individual after he o r she has a primary im pairm ent”
(Seekins, Traci, Bainbridge, & H um phries, 2005, p. 326) and limit participation. Individuals 
with disabilities are at risk for secondary conditions. Secondary conditions result directly or 
indirectly from  the primary disability (Kinne, Patrick, & Doyle, 2004).
Secondary conditions play a rather prom inent role in the lives o f  those with 
disabilities. K inne and her colleagues (2004), reporting data com piled from  over 2,000 
random ly selcted adult respondents from  W ashington, suggested that 87%  o f  those
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respondents w ith disabilities reported  at least one secondary condition. Sim eonsson,
McMillen, and H untington (2002) suggest that w hen an individual has a primary disability, 
various com plications are often associated w ith the disability, and have com e to be defined 
as secondary conditions.
Sim eonsson, McMillen, and H untington (2002) have elaborated on  the definition o f 
secondary conditions by stating four basic criteria necessary for a condition to  be considered 
a secondary condition. First, secondary conditions are a direct o r indirect consequence o f 
the primary conditions and are preventable. Second, such conditions “ reflect the effects o f 
person-environm ent interactions in which the prim ary condition constitutes a risk factor, but 
is no t sufficient to  account for the expression o f  secondary conditions” (p. 199). Third, there 
may be a factors relating to  why a person m anifests a secondary conditions. Such factors 
may include an individual’s age o r stage o f  developm ent. Fourth , personal traits and 
characteristics serve a m ediating role in individual differences seen in the expression o f 
secondary conditions.
Secondary conditions in adults w ith disabilities have been well docum ented in the 
literature (e.g., Traci, Seekins, Szalda-Petree, & Ravesloot, 2002; K inne, et ah, 2004; 
Sim eonsson, et ah, 2002). Secondary conditions in adults include, b u t are no t limited to: 
urinary tract infections, depression, obesity7, dental problem s, and self-injurious behaviors. In 
addition to  the docum entation o f  secondary conditions in adults w ith disabilities, research 
has focused on the prevalence and prevention o f  secondary conditions. W hat appears to  be 
lacking in current literature is a well-defined set o f  secondary conditions experienced by 
children and adolescents under the age o f  21 years, and a m ethod  for assessing those 
conditions. Even less is know n o f  the effects that secondary conditions have on the 
developing adolescent. L nderstanding the secondary conditions experienced by adolescents
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w ith disabilities is one o f  the first steps on the path to  understanding the influence o f 
secondary conditions on developm ent.
Secondary Conditions and Medical Costs.
Frequently, individuals with disabilities will experience limited access to health and medical 
care. These individuals are considered at risk for secondary conditions such as depression, anxiety, 
o r joint and muscle pain due to their prim ary disabling conditions (Edw ards, Patrick, & Topolski, 
2003; see also Healthy People 2010; Pope 1992). Zajicek-Farber (1998) suggest that in order for 
adolescents to  experience the benefits o f  adult life, it is im portan t that they n o t only establish 
autonom y, but also have good health. Even with the needs o f  autonom y and good health for 
adolescents pronounced  as im portant, the U.S. D epartm ent o f  H ealth and H um an Services has no t 
provided appropriate resources for the prom otion  o f  health for adolescents w ith disabilities 
(Zajicek-Farber, 1998; see also Lipkin, 1996; Lollar, 1994).
G ood  health, for the general population “has been defined as bo th  the absence o f  illness, 
injury, and disability and the presence o f  the ability' to achieve greater choice and control in life” 
(Zijicek-Farber, 1998, p. 204). F or adolescents w ith I /D D , good health tends to  refer to  the 
cognitive, em otional, o r physical lim itations o r restrictions that limit the ability7 to  function. The 
focus o f  physical deficits being indicative o f  good or p o o r health for adolescents w ith disabilities is 
contradictor}' to the focus o f  good health for the general population that includes the concepts o f  
choice and control. Lollar (1994) stresses the im portance o f  good health as it relates to  a sense o f 
personal well-being. Personal well-being is related to  a sense o f  satisfaction in a num ber o f  areas o f 
life such as relationships, education, community', and perceived stress. R ather than focusing solely on 
the physical deficits that m ight limit adolescents w ith disabilities, it is necessary to incorporate social 
strengths including an individuals ability' to  make decisions abou t personal care, education, 
relationships and job choices ( Zijicek-Farber, 1998).
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Rice and Turpin (1996) report the medical expenditures accounted for by people with 
disabilities. W hile people with disabilities constitutes approxim ately 19% o f  the population o f  the 
U nited States, this 19% accounts for 47%  o f  total medical expenditures. Traci and her colleagues 
(2002) report that on  average, the medical expenses o f  individuals with disabilities are four times 
m ore than those o f  individuals w ithout disabilities. Identification and m easurem ent o f  secondary 
conditions experienced by individuals with disabilities could contribute intervention program s to 
reduce the deficits im posed by secondary conditions and in turn reduce som e o f  the m edical costs 
associated w ith disability. Because secondary conditions are preventable, identification is necessary 
to im plem ent any type o f  effective intervention and health prom otion  program s.
Disability, the Family, and Peers
Disability affects n o t only the individual w ith the disability, b u t those w ho relate to the 
individual such as parents, siblings, and peers. Research investigating the parents o f  children with 
I /D D  has focused on parental reactions, stress and coping, and parental behavior (Kerig, 2006). 
A dditional research focusing on peers and friendships am ong children w ith disabilities has centered 
on  acceptance am ong peer groups and social cognition (e.g., Siperstein, 1996).
Family relations
Parent-child relationships are affected w hen a child has a disability such as m ental 
retardation. W hen a child is born  with a disability, parental reactions are often described as being 
depressed o r grief-like in response to the child being different o r atypical (for example, Travis, 2004; 
see also Lewis &  M cLean, 1982). I /D D  has been regarded as an added stressor to the family system 
and exploration o f  coping techniques is o f  im portance (Shaffer & Kipp, 2007). The characteristics o f  
the disabled child play a role in the parent-child relationship as well. Children w ith disabilities can 
behave differently, and this behavior will in turn affect parental behavior.
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Internal and external factors are also related to parental ability' to  cope with a child with a 
disability. Kerig (2006) and H odapp, Dykens, and M asino (1997) suggest that affluent parents cope 
better than those w ho are less affluent, tw o-parent families cope better than single parent families, 
and m others in marriage they perceive to  be happy cope better than those w ho perceive their 
marriages as unhappy. Furtherm ore, H odapp, Dykens, and M asino (1997) suggests that m others 
w ith m ore social-em otional support are the m ost effective at coping with a child with a disability, 
whereas fathers tend to be m ore w orried about the financial costs o f  raising the child. Both m others 
and fathers o f  children w ith disabilities find social support necessary for coping.
Peer relations
N abors (1997) reports that children w ith disabilities are often n o t fully accepted by peers 
w ithout disabilities. R ather than children w ith disabilities experiencing outright rejection by typically 
developing peers, they are m ore often  simply ignored. As children w ith disabilities develop into 
preadolescence and adolescence, their friendship patterns also differ from  their nondisabled peers. 
Siperstein, Leffert, and W enz-G ross (1997) conclude that high levels o f  engagem ent, 
com m unication, decision-making, and sharing o f  em otions m ark the typical preadolescent 
friendship. F or the preadolescent o r adolescent w ith a disability, engaging in the m arkers o f  the 
typical age-appropriate relationship may be difficult due to  the conditions o f  the disability. As such, 
adolescents w ith disabilities may no t be readily included into peer groups. R ather the adolescents 
w ith disabilities will look m ore like acquaintances than friends (Siperstein, Leffert, & W enz-G ross, 
1997).
F or children w ith disabilities, the m arker o f  their difficulties in engaging in peer relationships 
seems to lie with a low level o f  social com petence. Social com petence involves social cognition, or 
the ability to  think about people and attem pt to  make sense o f  people’s behavior as it relates to  how 
they think and feel (Fabes & M artin, 2003; see also Hala 1997). Research evidence suggests that
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children with disabilities, especially those w ith m ental retardation, have m ore difficulty with 
perspective-taking, interpreting social skills, and dealing w ith problem  situations (Leffert &
Siperstein, 1996). This fact may explain the difficulty those w ith disabilities, especially during the 
preadolescent and adolescent years, have fitting in socially w ith peers.
Disability and the D evelopm ental Course: A Brief Summary 
W ith one criterion o f  I /D D  being an onset o f  im pairm ent prior to age 18, it is 
understandable that disability will play a role in the developm ental course. K erig (2006) reports that 
the developm ental course o f  m ental retardation includes understanding that an individual’s 
functioning may wax and wane over time in regards to the level and type o f  retardation. 
U nderstanding the stability and change patterns o f  the nature o f  I /D D  may help to understand its 
role in developm ent, and its relation to  health and participation.
Infancy
D uring infancy (0 to  2 years o f  age), the m ajor tasks include attachm ent, self-regulation, and 
exploration o f  the environm ent (see Sachs & Barrett, 2000, for a com plete description). Disability, 
such as m ental retardation and associated disorders, may result in disruption o f  the master)- o f  these 
developm ental tasks (Sachs & Barrett, 2000). F or example, the form ation o f  attachm ent can be 
affected by disability in a num ber o f  ways. First, an inability to  respond vocally and w ith eye contact 
with an attachm ent figure will im pede attachm ent. Second, uncertainty abou t the prognosis or 
survival o f  an infant with a disability can influence norm al attachm ent developm ent. Third, parental 
reactions o f  anger, denial, sorrow  or g rief may interfere w ith the attachm ent process. Additionally, 
the inability to  achieve m ilestones w hen expected may lead parents to  feel they lack appropriate skills 
and becom e frustrated with the parenting process w hich can also affect attachm ent.
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com plex thinking. It is no t uncom m on for children w ith m ental retardation to fall behind in school 
which only em phasizes their differences from  peers. I /D D  in m iddle childhood may also interfere 
w ith the ability to  engage in socializing events such as extracurricular activities and sports (Kerig, 
2006) which may only serve to further separate those with disabilities from  those w ithout. Middle 
childhood is a time o f  vast developm ental progress; for a child with I /D D  this developm ent may be 
im peded in a num ber o f  ways by the disability. T he  developm ent in infancy, early, and middle 
childhood pave the way for entrance into adolescence. Experiences and skills learned up to  this 
po int are vital to  the transition in to  a new stage o f  developm ent.
Disability and A dolescent D evelopm ent
The life o f  the adolescent, a typical adolescent o r one w ith a disability, is 
complicated. A dolescents are faced w ith a num ber o f  developm ental tasks. A dolescence is 
linked to  the future. It is a time period w hen children develop into adults and becom e 
prepared for o r rebel against taking over the responsibilities o f  adulthood. (Larson, 2007). It 
is during this im portan t time period that one strives for independence, reinforces self­
esteem , creates an identity, and becom es preoccupied w ith social awareness. Familial and 
friend relationships are o f  u tm ost im portan t to the adolescent and are necessary for the 
adolescent to  achieve his o r her goals as an adolescent.
Navigating the social environm ent by form ing friendships, learning to choose 
suitable attire, exploring sexual roles and behaviors, developing a sense o f  identity and a 
sense o f  autonom y requires the developm ent o f  new coping skills and ways o f  being in this 
rapidly changing developm ental phase o f  life. A chievem ent o f  these developm ental 
m ilestones is difficult even for the typically developing adolescent. F o r an adolescent w ith a 
disability, these tasks are additionally challenging as the disability, as well as the health and 
environm ental conditions that accom pany the disability may influence the ability to
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successfully engage in the developm ent o f  these tasks. A chievem ent o f  adolescent 
developm ental tasks may be m ore difficult for the adolescent for a variety o f  reasons. For 
instance, poor social skills and lack o f  attention may lead to peer rejection. Physical 
appearance during adolescents is an im portan t com ponen t to  peer acceptance, and any 
differences may result in difficulties in peer relationships. D evelopm ental disabilities that are 
accom panied by behavior problem s m ight also serve to isolate and im pede attainm ent o f 
m ilestones. Furtherm ore, as o ther adolescent children begin to  achieve their developm ental 
milestones, adolescents w ith disabilities may be left behind socially, intellectually, and 
physically. In addition, for adolescents w ith disabilities w ho also have the cognitive capacity 
to  understand that their peers are becom ing m ore autonom ous, it may becom e an 
increasingly difficult time as they are rem inded o f  their inability to  separate from  caregivers 
and becom e like their typical developing peers (Nickel & D esch, 2000).
D uring a developm ental period in w hich com plex social relationships are the norm , 
it can be difficult to keep up. A dolescents w ith disabilities may, indeed, have a very difficult 
time keeping up with their developm entally typical peers (Sachs & Barrett, 2000).
Additionally, during a time o f  experim enting w ith independence and autonom y, adolescents 
with disabilities may find it frustrating to  realize they may be unable to  achieve certain status 
symbols such as driving o r having a “ cool” job. A dolescents w ith disabilities may respond to 
these new challenges and stressors with depression and w ithdraw al (Sachs & Barrett, 2000).
In summary, adolescence is a period o f  vast developm ental change. F or adolescents with 
I /D D  this challenging developm ental stage may prove to  be even m ore difficult than for nondisabled 
peers. U nderstanding the experiences adolescents have, no t only with their disabilities, b u t w ith the 
conditions that accom pany disability may lead to future developm ent o f  health prom otion  and
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prevention program s w hich can alleviate som e o f  the additional difficulties o f  adolescent 
developm ent.
A dolescence and Participation 
For adolescents, the school environm ent plays an im portan t role for bo th  education and 
socialization (Sim eonsson, Carlson, H untington, McMillen, & Brent, 2001). Research exam ining the 
role and outcom e o f  participation in school activities has suggested that the m ore involved a student 
is in activities, the greater the positive outcom es (Sim eonsson, et al, 2002). These positive outcom es 
include lower rates o f  dropping ou t o f  school, better academ ic achievem ent, and a m ore long term  
effect o f  greater social participation in early adulthood (Elkstrom , G oertz , Pollack, & Rock, 1986; 
Berliner, 1990; G reenw ood, and Lindsay, 1984). Research has further suggested the social 
experiences students have at school are related to patters o f  drug use, challenging behaviors, and 
how students learn. (Patton  et al., 2006).
The Individuals with Disabilities E ducation A ct (ID EA ) prom otes the im portance o f 
inclusion o f  students w ith disabilities in a regular educational environm ent. Furtherm ore, there is an 
emphasis on the inclusion o f  students w ith disabilities in the full range o f  activities that entail total 
participation in the life o f  the school. A lthough ID E A  is in place, students with disabilities are not 
always fully included in the m ainstream  educational experience. Simple physical inclusion in a regular 
classroom  environm ent is n o t enough. Social and education integration includes m ore than just 
including students with disabilities in the instruction o f  core subjects. (Sim eonsson, Carlson, 
H untington, McMillen, & Brent, 2001, p. 50).
Evidence supports the no tion  that inclusion in a wide num ber o f  activities, in school o r out 
o f  school, is beneficial for those involved. Participation in school activities is positively related to 
higher quality o f  life ratings (Sim eonsson, Carlson, H untington, McMillen, & Brent, 2001). Social 
inclusion has been related to lower rates o f  substance abuse, antisocial behavior, em otional
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difficulties, and risky behavior am ong adolescents (Patton, et al., 2006). C onditions such as I /D D  
have been considered m ajor factors in activity limitation am ong persons o f  all ages (LaPlante, 1989). 
Research examining secondary conditions in adults has readily dem onstrated that such conditions 
can result in limitations in participation and activity (see Pope, 1992; Institute o f  M edicine, 1991). 
G iven the current state o f  the literature and the limited inform ation that is available on  secondary 
conditions and adolescents, it unknow n how  secondary conditions are affecting the ability to 
participate am ong adolescents. Disabilities and secondary conditions can im pede the participation 
rates for adults. F urther research m ust define if  this true for adolescents as well.
Rationale and Specific Aims 
T he  prevalence rate o f  disabilities am ong Am ericans m akes any research focusing on this 
population group o f  im portance. U nderstanding how  disability interacts with a variety o f  life aspects 
such as health, developm ent, and participation is key to the developm ent o f  appropriate health 
prom otion  and intervention program s for the portion  o f  the population w ith disabilities. O ne 
com ponen t o f  understanding disabilities lies in understanding the secondary conditions experienced 
by those w ith disabilities. Secondary conditions are a relatively new area o f  research and exploration. 
Sim eonsson, McMillen, and H untington (2002) report that
W ith the relative newness o f  secondary conditions as an area o f  inquiry, a 
num ber o f  research directions need to be pursued. O n e  direction is to 
continue research to  establish baselines o n  the prevalence o f  secondary 
conditions and the person-environm ent interactions that are associated with 
their m anifesta tions.. .further research o f  this type is needed to  docum ent the 
nature and distribution o f  secondary conditions across groups defined by age, 
im pairm ent condition o r m inority status (p. 204).
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A portion  o f  this project addressed w hat Sim eonsson and his colleagues suggest -  explore secondary 
conditions across varying age groups, specifically the adolescent age group.
In order to  m ore fully understand adolescent developm ent, and m ore specifically the 
developm ent o f  adolescents with disabilities, it is im portan t to explore no t only secondary 
conditions, but the ways in w hich secondary conditions influence rates o f  participation. 
U nderstanding these concepts individually, and in the aggregate, will aid in future creation o f  health 
prom otion  and prevention program s for adolescents w ith disabilities. Furtherm ore, this may 
contribute to  facilitating successful achievem ent o f  developm ental m ilestones. T he specific aims o f  
this study are to:
1. Develop a secondary conditions assessm ent instrum ent for adolescents w ith intellectual and 
developm ental disabilities.
2. Explore reliability o f  a secondary conditions assessm ent instrum ent for adolescents with 
intellectual and developm ental disabilities.
3. Explore validity o f  a secondary conditions assessm ent instrum ent for adolescents with 
intellectual and developm ental disabilities.
4. Explore the relationship betw een secondary conditions and participation am ong adolescents 
with intellectual and developm ental disabilities.
M ethod
Setting
This research took place in Missoula and Kalispell, M ontana through an organization know n 
as the Child D evelopm ent C enter (CDC). T he  Child D evelopm ent C enter provides sendees to 
children and adolescents w ith developm ental delay. C D C ’s prim ary m ission is to p rom ote the 
developm ent and well-being o f  individuals w ith developm ental disabilities through strengthening 
families. C D C  senses Federal and state funds allow for approxim ately 325 children from  birth to  22
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years o f  age on  a m onthly basis. Five hom e-based intervention service options are available. 'Fable 1 
outlines the service options, ages served, eligibility requirem ents, and num bers served during M arch
2008.
Table 1: Child D evelopm ent 
D escriptions, and N um bers
C enter Service O ptions. A ges Served, E ligibility R equirem ents, Service 




Fam ily E d u ca tio n  
and  S upport 
(FES)
6-21
P a rt C In fan t and 
T o d d le r  P rogram  
(Part C)
B irth  to  
3
In tensive Fam ily 
E d u ca tio n  and 




L im ited  R espite A ny age
Follow -A long B irth
th ro u g h
21
Eligibility' R equirem ent Service D escription
N u m b er Served 
in M arch 2008
D iagnosed  developm ental 
disability
D iagnosed  physical o r  
m edical co n d itio n  th a t has 
a high probab ility  fo r 
d ev elo p m en tal delay, o r 
w h o  are experiencing 
significant delays in 
co g n itio n , g ro ss an d  fine 
m o to r  skills, 
com m u n ica tio n , social- 
em o tio n al d e v e lo p m en t o r 
self-help abilities 
E x trao rd in a ry  n eeds an d  a 
dev elo p m en tal disability
D iagnosed  developm en tal 
disability
A t risk fo r delays in 
d ev elo p m en t o r  have a 
d iagnosed  developm en tal
disability
Prov ides hom e-b ased  in te rv en tio n  
serv ices designed to  help  p a ren ts  
learn the skills necessary  to  teach 
their child. P ro v id es su p p o rt fo r 
fam ilies as they  beco m e aw are o f  
the un ique  n eeds and 
o p p o rtu n itie s  fo r th e ir child  and  
assists in identify ing and  locating  
reso u rces and  su p p o rt. 11115 
sendee  includes a m in im um  o f  2 
h o m e  visits p e r m o n th  w ith  a 
Fam ily S u p p o rt Specialist. 
P ro v id es family edu ca tio n  and 
su p p o rt sen d ees fo r ch ild ren  b irth  
to  age th ree  w h o  have a. T his 
sendee  includes a m in im um  o f  2 
h o m e  visits p e r  m o n th  w ith  a 
Fam ily  S u p p o rt Specialist.
In  ad d itio n  to  p ro v id in g  all 
sen d ees included  in FE S  sendees, 
IF E S  is a M edicaid W aiver 
p ro g ram  th at p rov ides case 
m an ag em en t, p a ren t coaching, 
respite , specialized in stru c tio n , and 
access to  a variety  o f  o th er 
applicable reso u rces an d  su p p o rts  
fo r ch ild ren  ages w ho . T h is  sendee  
includes a m in im um  o f  2 h o m e 
visits p e r m o n th  w ith  a Fam ily 
S u p p o rt Specialist 
O ffe rs  resp ite  fund ing  and  lim ited 
su p p o rt sendees. Fam ilies on  this 
sendee  are requ ired  to  have one 
annual \dsit w ith  a Fam ily S u p p o rt 
Specialist and  are  eligible fo r th ree  
add itional co n tac ts  i f  desired  
P ro v id es reso u rce  sendees. T his 
sendee  includes u p  to  fo u r h o m e 
visits p e r  year wdth a Fam ily 




3 (approxim ately  
60 individuals 
utilize this sendee  
annually)
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Staff at GDC uses psychological diagnostic instrum ents and procedures to  determ ine 
eligibility for sendees. In order to be sensed by C D C , children m ust m eet the criteria for a person 
with a developm ental disability according to the state o f  M ontana. Eligibility criteria for FES and 
IFES program s include individuals w ho have one o r m ore o f  the following characteristics:
1) severe/p ro found  m ental retardation, including extrem e deficiencies in 
self-care and daily living skills as com pares to age peers;
2) Significant m aladaptive social a n d /o r  interpersonal behavior patters that 
require an on-going supervised program  o f  intervention; or
Severe medical o r health-related problem s such as sensor}7 o r physical deficits 
requiring substantial care (CDC, n.d.).
Participants
A convenience sample o f  participants from  the Child D evelopm ent C enter (CDC) o f 
Missoula and Kalispcll, M ontana was recruited. A t the time this study was conducted , 323 children 
were being served through all program s at C D C; 133 children were being served under Part C (birth 
to  3 years o f  age) sendees. These children were excluded from  the sam ple because o f  age. O ne 
hundred and eighty-four children were being sen 'ed  under the FES and IFES program s. O f  the 184 
children (ages 6 to  21 years) those m eeting the age criteria (13 to 21 years o f  age) were asked to 
participate in the study. O f  the 184 children, 51 children fell betw een the ages o f  13 to 21 years o f 
age (see Figure 1). O f  those 51 children, 24 responded to  the request to be involved in this project.
Eleven female and 13 male adolescents betw een the ages o f  12 and 19 years (mean age = 1 7  
years) w ith I /D D  participated in this study (see A ppendix A for a list o f  diagnoses). Participation 
was com pletely voluntary. All participants w ho responded were sen 'ed  under the FES or the IFES 
sendee options. Since staff w orking w ith those children receiving Lim ited Respite and Follow-Along 
sendees had limited contact with the families (a m axim um  o f  4 times per year), and w ould have
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difficulty- answering questions about these clients, those families were excluded from  the sample. As 
such, 47%  (24 out o f  51) o f  the children between the ages 13 and 21 being served by FES and IFES 
sendee options participated in this study.
IFES and FES 
(ages 13 to 21) 
n =  51
Sample Population 
(ages 13 to 21) 
n =  24 (47%)
Part C (ages birth to  3)
n =  133
Total Population Served 
by CD C  in March 2008 
n =  323
IFES and FES
(ages 6 to 21) 
n =  184
Limited Respite and 
Follow Along (all ages)
F ig u re  1: F low  ch art o f  C onven ience  S am p le  C ho sen  from  E n tire  P o p u la tio n  Served by CD C
T he majority o f  the adolescents selected for this study were unable to com plete the 
questionnaires independently. Therefore, parents and support staff were asked to  com plete the 
surveys on  behalf o f  the adolescents. Proxy ratings were given by family m em bers (generally the 
primary- caregiver) as well as the Family Support Specialist (FSS) w orking w ith that adolescent. 
Fourteen Family Support Specialists served as proxy raters for the tw enty-four adolescent 
participants (see A ppendix A for a list o f  how  long staff have worked w ith each participant). Several 
Family Support Specialists w ork w ith a num ber o f  adolescents falling in the age range o f  this study
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and therefore filled out surveys for several participants. A family m em ber, primarily m others, served 
as the second proxy rater in this study.
The use o f  proxy rater was necessary due to  the severity o f  the disabilities the participants 
experience. Proxy ratings have been a source o f  interest in research in term s o f  the accuracy o f  the 
ratings. Research focusing on  proxy ratings is often related to quality' o f  life studies. A systematic 
review done by E isner and M orse (2001) o f  children’s quality o f  life ratings by proxy raters (parents) 
suggests agreem ent betw een parents and chronically sick children is better w hen com pared with 
parents and their healthy children. This review reported  that no effects were found based upon age 
o r gender o f  the child. Thus, the systematic review suggests that w henever possible it is best to 
obtain inform ation from  bo th  parents and children. In som e cases, such as this particular study, 
obtaining inform ation from  the adolescents was no t possible due to  the level o f  their disability. 
Therefore, it becam e necessary to  rely upon  the ratings o f  parents and support staff. Table 2 
includes inform ation abou t each participant. Participants, for purpose o f  this study, were given 
participant num bers. D iagnoses for each participant as well as the length o f  time Family Support 
Specialists have worked w ith them  are no ted  in the table. Inform ation m arked as “unknow n” was 
due to Family Support Specialists n o t reporting back to this researcher w hen inform ation was 
requested.
Materials
Two survey instrum ents were used in this study. T he Secondary C onditions A m ong 
Adolescents with Disabilities (SCAAD) assessed limitations from  secondary conditions (see 
A ppendix A). The SCAAD was developed through m odification o f  a previously established 
measure, the Flealth and Secondary C onditions Instrum ent for Adults w ith D evelopm ental 
Disabilities (HSCIAD D). Secondly, the C hildren’s A ssessm ent o f  Participation and Enjoym ent 
(CAPE) assessed participation. (See A ppendix B).
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T able 2: Participant d iagn oses and length  o f  relationship w ith Fam ily Support Specialists
Participant D iagnosis or developmental 
disability/concerns
Amount o f time FSS has 
worked with participant
1 C ognitive delay -  m o d era te  to  severe 3 m o n th s
2 C ognitive delay — m odera te 5 m o n th s
3 A utism 6 m o n th s
4 A utism 6 m o n th s
5 R h e tt’s syndrom e 6 m o n th s
6 U n k n o w n 9 m o n th s
7 A utism , ch ild h o o d  o n -se t sch izophren ia 9 m o n th s
8 A utism 11 m o n th s
9 D o w n  syndrom e 1 year
10 C ognitive delay — m odera te 1 V2 years
11 A utism , O p p o s itio n a l D e fian t D iso rd er 2 years
12 C erebral Palsy, M icroencephaly 2 years
13 T u b e ro u s  Sclerosis, seizure d iso rd er, O bsessive  C om pulsive 
D iso rd er
2 years
14 Fetal A lcohol Syndrom e 3 years
15 C ognitive delays — fron tal lobe dam age; opp o sitio n a l defian t 
d iso rder
7 years
16 Seizure d iso rd er, epilepsy, n o n -verba l, severe global delays, 
severe behavioral challenges
7 years
17 A ngelm an syndrom e 8 years
18 Spastic dysplasia 7 years
19 L eb er’s C ongen tia l A um orosis, A utism 10 years
20 Seizure d iso rd er, agenesis o f  th e  co rp u s co llosum , epilepsy, 
M ow at W ilson syndrom e
10 V2  years
21 M icrocephaly, seizure d iso rd er, cerebral palsy 10 V i years
22 U nknow n U n k n o w n
23 U n k n o w n U  n k n o w n
24 U n k n o w n U n k n o w n
Development o f the Secondary Conditions Among Adolescents with Disabilities (SCAAD ).
D evelopm ent o f  the SCAAD occurred by modifying an existing instrum ent entitled the H ealth and 
Secondary C onditions Instrum ent for Adults w ith D evelopm ental Disabilities (H SCIA D D ). The 
H SC IA D D  was originally developed to  “assess the prevalence and extent o f  lim itation due to 
secondary conditions am ong adults receiving sendees from  com m unity-based developm ental 
disabilities providers” (Traci, Seekins, Szalda-Petree, & Ravesloot, 2002, p. 124). Furtherm ore, data 
gathered from  the H SC IA D D  “m ight be used to  im prove systems o f  sendees and supports to 
enhance the health and participation o f  adults with developm ental disabilities in com m unity life” (p. 
119). T he original H SC IA D D  assessed 34 potential secondary conditions as they relate to limitation 
within the adult sample population. These 34 secondary conditions w ent through a process o f  factor
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analysis (Traci, Brod, Seekins, Bainbridge, Ravesloot, & H um phries, in preparation), w hich resulted 
in the retention o f  25 secondary conditions in seven factors. Table 3 illustrates the initial listing o f 
the 34 secondary conditions investigated, followed by the 25 secondary conditions retained in the 
factor analysis as well as the seven factors that were established.
T a b le  3: H S C IA D D  F a c to r A nalysis R esu lts
Original H SCIAD D Secondary Post Factor Analysis Factors
Condition List Secondary Condition List
E q u ip m e n t failures E q u ip m e n t failures
E q u ip m e n t related  injuries to  o th ers E q u ip m e n t re la ted  injuries to  o th ers
A ccess p rob lem s A ccess p ro b lem s
C are-related  injuries to  o th ers C are-related  injuries to  o th ers M obility  C o n d itions
C are related injuries to  c o n su m er
P ro b lem s w ith  m obility P ro b lem s w ith  m obility
C on trac tu res C o n trac tu res
C o m m unication  difficulties
M em ory  prob lem s
Sleep p ro b lem s/d is tu rb an c es Sleep p ro b lem s/d is tu rb an c es
D ep ressio n D ep ressio n
Self inflicted  injuries o r  abuse Self inflicted  injuries o r  abuse
Persistence p ro b le m s /lo w  frustration Persistence  p ro b le m s /lo w  frustration Psychological C o n d itio n s
to lerance to lerance
Side effects fro m  m edication Side effects fro m  m edication
Fatigue Fatigue
Balance p ro b lem s/d izz in ess B alance p ro b lem s/d izz in e ss O rien ta tio n  R elated
Injuries d u e  to  acciden ts o r  seizures In juries d u e  to  acciden ts o r  seizures C o n d itio n s
Respirator}- p ro b lem s Respirator}' p ro b lem s
W eight p rob lem s W eight p ro b lem s
Physical fitness and  co n d itio n in g  p rob lem s
Physical fitness and  co n d itio n s Physical F itness C o n d itio n s
p ro b lem s
C ardiovascular/circulator}- p rob lem s C ard iovascu lar/c ircu la to r} ' p ro b lem s
A rthritis A rthritis
D iabetes
O ste o p o ro sis
P ain  R elated  C ond itions
O steo p o ro sis
Joint and  m uscle pain Jo in t and  m uscle  pain
E atin g  p ro b lem s/g as tro in tes tin a l
dysfunction*
O v e r- /u n d e r-n o u rish m e n t
Allergies and  allergic reactions
B ow el dysfunction B ow el d ysfunction  
B ladder dysfunction
E lim in a tio n  C o n d itio n s
B ladder dysfunction
Personal h y g ien e /ap p earan ce P ersonal h y g ien e /ap p earan ce
H ygiene C o n d itio n sD e n ta l/o ra l  hygiene p ro b lem s D e n ta l/o ra l  hygiene p ro b lem s
V ision  prob lem s
H earing  p ro b lem s
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A lthough the H SC IA D D  was designed for use w ith adults w ith developm ental disabilities, it 
has served as a useful fram ework for developing an instrum ent to gather inform ation regarding 
secondary conditions w ith adolescents w ith developm ental disabilities. T he H SC IA D D  was 
modified in terms o f  w ording and definitions in order to be m ore age-appropriate for adolescents. 
Several items on  the original H SC IA D D  were rem oved from  the SCAAD based on  expert review 
feedback and purported  irrelevance to  the adolescent population.
T he developm ent and revision o f  the SCA AD from  the H SC IA D D  occurred in four steps. 
Step one involved examination o f  the original 34 secondary conditions o f  the H SC IA D D . Step two 
involved a review by the Research U nit o f  the Rural Institute on  Disability (including this 
researcher, T om  Seekins, and Catherine Ipsen) o f  the 25 secondary conditions o f  the H SC IA D D  
factor analysis, and a literature review related to secondary conditions and adolescents. T he review 
resulted in 32 secondary conditions selected for expert review. T hese 32 conditions were taken from  
the original H SC A ID D  and rew orded to be m ore adolescent age-appropriate and to  m ore clearly 
explain the condition. O nce the rew ording was com pleted, the revised H SC IA D D  was distributed to 
five expert reviewers for the third step in the process. Table 4 outlines the expert reviewers, their 
professional affiliations and expertise in the area o f  disability'.
T able 4: Expert R eview ers, Professional A ffiliation and Area o f  E xpertise
N am e P rofessional Affiliation Area o f  E xpertise
Je f f  M cCubbin, Ph.D . O regon State University, Im proving and reducing the
Associate D ean and Distinguished com plications o f  disability through
Professor o f  Exercise Science physical activity program s
Meg A nn Traci, Ph.D . Rural Institute on  Disabilities at the Program  director, original researchers
University o f  M ontana involved in the developm ent o f  the
H SCIA D D
Darcie Mersereau, M.P.H. Special Olympics Adm inistration role w ithin Special
Olympics
Susan Kinne, Ph.D . University o f  W ashington, Quality o f  life and people with
D epartm ent o f  Health Services disabilities, secondary conditions
T am ar Heller, Ph.D . University o f  Illinois at Chicago, Intervention for individuals w ith
H ead o f  the D epartm ent o f  Disability disabilities and their families, and
and H um an D evelopm ent w om en with disabilities
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The expert reviewers were asked to  rate each secondary condition in term s o f  its relevancy to 
the health and wellness o f  adolescents with intellectual and developm ental disabilities. Relevancy 
ratings were given on a scale o f  0 to 3 in which 0 indicated no t relevant and 3 indicated very 
relevant. In addition to relevancy ratings, the expert reviewers were asked to  com m ent on  the clarity 
o f  the health condition labels and descriptions, as well as provide feedback on  items that should be 
om itted o r added to  the instrum ent. Feedback from  the expert review resulted in the elim ination o f  
two secondary conditions (access problem s and osteoporosis) due to irrelevancy to  the target 
population. The rem aining secondary conditions were given ratings o f  2 o r 3 w ith regards to 
relevancy to the targeted population by each o f  the expert reviewers. T herefore, the revised 
H SC A ID D  becam e the SCAAD measuring the limiting effects o f  30 secondary conditions. Fable 5 
illustrates the revision process from  the 34 original H SC A ID D  secondary conditions to the 30 
secondary conditions included on the SCAAD.
Based on  the previously described procedure, the SCAAD was developed to  assess 
limitations posed by secondary conditions. Thirty secondary conditions were identified and included 
in the instrum ent. T o  com plete the SCAAD, raters indicate the level o f  lim itation each secondary 
condition has posed w ithin the past three m onths. L im itation ratings are presented on a scale o f  0 to 
3 in which 0 indicates the secondary condition does n o t pose any limitation and 3 indicates the 
secondary condition limits activity by 11 o r m ore hours per week. E ach secondary condition is given 
a label followed by an example o r description o f  the condition. F or example, the first secondary 
condition in question is labeled “Physical F itness/C ondition ing  Problem s” followed by the 
description “ I can’t do  som e activities because I am  n o t in good enough shape o r my muscles just 
w on’t let m e.” R espondents are then asked to rate the level o f  lim itation on the 0 to  3 scale.
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T ab le  5: H S C IA D D  R ev isions to  F ina l SCAAD In s tru m e n t
ST E P  1: 
O rig inal H SC IA D D  
Secondary C onditions 
(34 conditions)
ST E P  2: 
R esearch  U n it Review 
Secondary C onditions 
(32 conditions)
S T E P  3:
E xpert Review 
Secondary C onditions 
(30 conditions)
S T E P  4:
F inal SCAAD 
Secondary C onditions 
(30 conditions)
Physical F itn e ss /C o n d itio n in g  
Prob lem s
Eating
p ro b lem s/G a stro in te s tin a l 
D ysfunction
O v e r- /U n d e r-N o u rish m e n t 
W eight P ro b lem s 
C ard io vascu lar/C ircu la to ry  
P rob lem s
R espirator}- P ro b lem s
Allergies and  Allergic
R eactions
Fatigue
D ep ressio n
Sleep P ro b le m s /D is tu rb a n c es
M edication  Side E ffec ts  
Persistence P ro b le m s /L o w  
F ru stra tio n  T olerance  
Self-Inflicted In juries o r  A buse
B ladder D y sfunction  
B ow el D ysfu n ctio n
Personal H ygiene P ro b lem s 
D e n ta l /O ra l  H ygiene 
P rob lem s
B alance P ro b le m s /D iz z in e ss
In juries D u e  to  A cciden ts o r  
Seizures
A ccess P rob lem s 
P ro b lem s w ith  M obility 
E q u ip m e n t Failures
E q u ip m e n t R elated  In juries to 
O th ers
C on trac tu res
O steo p o ro sis
A rthritis
Jo in t and  M uscle Pain 
C are-R elated  In ju ries to 
O th e rs
Physical F itn ess /C o n d itio n in g  
P ro b lem s
E atin g  o r  W eigh t P ro b lem s
C ard iovascu lar (H eart) P ro b lem s
Circulator}- P ro b lem s 
Respirator}' P ro b lem s 
Allergies
Fatigue
D ep ressio n
A nger
Iso la tion
Sleep P ro b le m s /D is tu rb a n c es
M edication  Side E ffec ts  
L ow  T o le ran ce  o r F ru stra tio n
Self-Inflicted  In ju ries o r  A buse
B ladder D ysfunction  
Bow el D ysfu n ctio n  
U rinary  T rac t In fec tio n s 
Personal H ygiene P ro b lem s 
D e n ta l /O ra l  H ygiene P ro b lem s
B alance P ro b le m s /D iz z in e ss
In juries D u e  to  A cciden ts
A ccess P ro b lem s 
P ro b lem s w ith  M obility  
E q u ip m e n t Failures 
E q u ip m e n t R elated In ju ries to 
Self
E q u ip m e n t R elated  In ju ries to 
O th ers
In juries D u e  to  L o ss o f
Sensation
C on trac tu res
Scoliosis (K y p h o sis /L o rd o sis)
O steo p o ro sis
A rthritis
Jo in t and  M uscle Pain
Physical
F itn e ss /C o n d itio n in g
P ro b lem s
W eight P ro b lem s
C ard iovascu lar (H eart) 
P rob lem s
Circulator}- P ro b lem s 
R espirator}' P ro b lem s 
Allergies
Fatigue




P ro b le m s /D is tu rb a n c es  
M edication  Side E ffec ts  
L o w  T o le ran ce  o r 
F ru stra tio n
Self-Inflicted  In ju ries o r 
A buse
B ladder D ysfu n ctio n  
Bow el D ysfu n ctio n  
U rinary  T rac t In fec tio n s 
Personal H ygiene P ro b lem s 
D e n ta l /O ra l  H ygiene 
P ro b lem s 
Balance
P ro b le m s /D iz z in e ss  
In juries D u e  to  A cciden ts
P ro b lem s w ith  M obility 
E q u ip m e n t Failures 
E q u ip m e n t R elated In juries 
to  Self
E q u ip m e n t R elated  Injuries 
to  O th e rs
In juries D u e  to  L oss o f  
Sensation  
C o n trac tu res 
Scoliosis
A rthritis
Jo in t and  M uscle Pain
Physical
F itn ess /C o n d itio n in g
P ro b lem s
W eight P ro b lem s
C ard iovascu lar (H eart) 
P ro b lem s
Circulator}- P ro b lem s 
Respirator}- P ro b lem s 
Allergies
Fatigue
D ep ressio n
A n g er
Iso la tion
Sleep
P ro b le m s /D is tu rb a n c es  
M ed ica tion  Side E ffec ts  
L o w  T o le ran ce  o r 
F ru s tra tio n
Self-Inflicted  In juries o r 
A buse
B ladder D y sfunction  
Bow el D y sfu n ctio n  
U rinary  T ra c t In fec tio n s 
P erso n a l H ygiene P ro b lem s 
D e n ta l /O ra l  H ygiene 
P ro b lem s 
Balance
P ro b le m s /D iz z in e ss  
In ju ries D u e  to  A cciden ts
P ro b lem s w ith  M obility 
E q u ip m e n t Failures 
E q u ip m e n t R elated  In juries 
to  Self
E q u ip m e n t R elated  Injuries 
to  O th e rs
In juries D u e  to  L oss o f  
Sensation  
C o n trac tu res 
Scoliosis
A rth ritis
Jo in t  an d  M uscle Pain
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Care-Related Injuries to 
Consum er
Com m unication Difficulties 




Children's Assessment o f Participation and Enjoyment (C APE). ‘T he  Children's Assessment o f 
Participation and Enjoyment (CAPE) is a m easure developed to  assess the types o f  activities children 
participate in outside o f  m andatory school activities. T he C A PE has been used for children with and 
w ithout disabilities. (King, King, R osenbaum , Kertoy, Law, Hurley, H annah, &  Y oung, 2004). The 
C A PE includes 55-items in a variety o f  categories o f  activities in which adolescents m ight 
participate. The C A PE asks about participation in the following categories:
1. H obbies, crafts, and games (such as, puzzles and video games)
2. Social activities (for example, going to a party and visiting others)
3. Q uiet recreation (for example, p retend play and playing w ith toys)
4. O rganized sports (team and individual)
5. O th er skill-based activities (such as, learning to  sing o r playing a musical 
instrum ent)
6. Clubs, groups, and organization (for example, school clubs and religious 
activities)
7. Active physical recreation (dancing, snow  sports)
8. E ntertainm ent and education (going to  the m ovies, w atching TV, going to  a live 
event)
9. Jobs, chores, and em ploym ent (including volunteer and paid jobs)
In addition to examining w hether o r n o t a participant engages in activities, the C A PE  also 
gathers inform ation about the frequency o f  the activity (on a scale o f  1 to 7 with 1 indicating one
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time in the past four m onths and 7 indicating one time a day o r more); w ith w hom  the activity is 
done (alone, with family, w ith o ther relatives, w ith friends, o r with others); w here the activity occurs 
(at hom e, a relative’s hom e, in the neighborhood, at school, in the com m unity, and beyond the 
com m unity); as well as the enjoym ent o f  the activity (from  1 indicating no t at all to 5 indicating a 
love o f  the activity). The C A PE is a child-friendly m easure with pictures to  indicate each o f  the 
activities as well as a scale o f  faces (from  very unhappy to  very happy) to indicate enjoym ent. The 
C A PE generates overall scores that reflect the overall nature o f  participation including the frequency 
and intensity o f  participation, the level o f  sociability, and w here activities occur.
The C A PE has been established as a reliable and valid m easure through a num ber o f  
statistical procedures. T he reliability o f  the C A PE  was exam ined by way o f  internal consistency and 
test-retest reliablitity. C ronbach’s coefficient alpha was used as a m easure o f  reliability w ith reported 
coefficients o f  .78 and .84 at tw o different times o f  m easurem ent. G iving the same participants the 
same test at two different intervals produced test-retest reliability. Sufficient test-retest reliability 
scores ranging from  .64 to .86 were found. Evidence o f  validity was found by way o f  conten t 
validity. The developers o f  the C A PE  established conten t validity through review o f  current 
literature on participation, expert review, and pilot work.
Procedure
O nce the measures had been selected for this particular research project and Institutional 
Review Board approval obtained (see A ppendix C), the following occurred. A m eeting was held 
betw een this researcher and the director o f  Intensive Family Education and Support at CD C. This 
m eeting resulted in an invitation for the researcher to  attend an upcom ing staff m eeting at the 
Missoula CD C office in order to present the research proposal to  staff, the Family Support Specialist 
(FSS), working directly with families being served by CDC.
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A t the staff m eeting, the researcher presented the research project. T he presentation 
included the rationale for the project, age criteria o f  participants, a b rief overview o f  the IRB process 
including the consent and assent form s, as well as a b rief sum m ary o f  the m easurem ent instrum ents. 
S taff agreed to participate in the study and were then further educated on the procedures o f  the 
project, including survey adm inistration and consent procedures. S taff was given a b rief training on 
how  to com plete bo th  measures for this project. They were provided with inform ation about the 
Likert scale on the SCAAD and given examples o f  the levels o f  lim itation for each o f  the num ber 
choices on the scale. F or example, for the secondary condition o f  physical fitness o r conditions 
problem s staff was trained that a 0 w ould indicate no limitation such that the child is able to 
participate in any activities he o r she is interested in participated in. L im itation o f  a 1 m ight m anifest 
itself in the child being unable to  do one o r tw o activities (such as going the entire distance o f  a hike 
o r an inability to ride his o r her bike for as long as the individual would like because their fitness 
does not allow). Lim itation o f  a 2 m ight be chosen if the child is unable to do a num ber o f  activities 
because o f  his o r her fitness. Finally, lim itation o f  a 3 w ould m anifest itself such that the child is 
unable to participate in nearly all activities due to  fitness conditioning. This child m ight be unable to 
walk very far w ithout getting short o f  breath.
The C A PE includes directions that were reviewed. S taff was asked to  relay the instructions 
to  the parents they w ork w ith w ho w ould be com pleting the surveys. U pon com pletion o f  the 
explanation process, staff was given packets that included an introductory letter for parents to 
explain the project, consen t/assen t form s, two copies each o f  the SCAAD and the C A PE (one for 
parents to com plete, one for the FSS to com plete). The Family Support Specialists were asked to 
present the study and ask for participation from  families w ho fit the criteria for the study. 
Additionally, staff m em bers were asked to serve as proxy raters and com plete the surveys on  behalf 
o f  those adolescents w ho volunteered to  participate in the study. A stipend o f  $20 was offered to
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each FSS and family w ho participated and turned in a survey packet. T he FSSs were then given 
approximately one m onth  to m eet with families and com plete the measures.
A fter approxim ately one m onth , this researcher m et w ith the director o f  IFES to collect the 
com pleted survey packets. D uring this m eeting, the director suggested a few o ther potential 
participants and the Family Support Specialists were contacted in person about the inclusion o f 
suggested participants. Several o ther participants were included based on these in person requests. 
Approxim ately two m ore weeks were given for all Family Support Specialists to  facilitate the 
com pletion o f  the survey packets. A t this time, it becam e apparent that the study needed to be 
expanded to the Kalispell area due to  a lower than expected response rate (n=15) o f  participants in 
the Missoula area.
At this point in time, this researcher held a phone conference w ith the Family Support 
Specialists in Kalispell to explain the procedure and ask for volunteers to participate in the study. 
Those w orking in Kalispell agreed to invite families to  join the study. The same packets were given 
to the Kalispell office as were given to those in Missoula. T he Kalispell Family Support Specialists 
were given one m onth  to  com plete their survey packets. O ne week prior to  the deadline given, an 
email was sent out rem inding the FSSs o f  the deadline.
After approxim ately three m onths o f  data collection opportunities a final coun t o f  24 
packets were collected. Families and support staff were each given a S20 stipend and a thank you 
letter for their participation in the study. Family Support Specialists w ho com pleted m ore than one 
survey for m ore than one child were given S20 for each survey com pleted. Stipends were given to  all 
families and FSSs w ho returned surveys w hether they were com pleted o r not.
Data Analysis
Proxy rating by parents o r family m em bers was used as prim ary data for analyses. Rates o f 
limitation due to  secondary conditions on the SCAAD was analyzed by calculating sums,
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frequencies, and averages. SCAAD inter-rater agreem ent was calculated by giving parents and staff 
the same survey to  com plete and then com paring results for agreem ent. The results were then 
examined, item-by-item, to  determ ine the level o f  agreem ent o f  the raters. T o  determ ine inter-rater 
reliability on an item -by-item  basis the following formula was used (Jackson, 2008):
A greem ents
Inter-R ater Reliability =  ----------------------------------------- x 100
A greem ents +  Disagreem ents
This formula was used to calculate inter-rater agreem ent by looking first at exact level o f  agreem ent
in which parents and staff reported  exact num bers o f  lim itation for each item  as well as partial
agreem ent in which parents and staff reported  som e level o f  lim itation existed although it may not
have been an exact m atch (for example, parents may have reported  the limitation a 1 whereas staff
reported  the limitation a 2).
C ronbach’s alpha calculations were analyzed to further explore the reliability o f  the SCAAD by 
looking at the seven factors established from  the factor analysis o f  the H SC IA D D .
The C A PE was exam ined by exploring the frequencies for each sub dom ain as well as the 
inter-rater agreem ent between family and staff by using the above stated formula. Pearson’s r 
correlations were calculated to  examine the potential relationship betw een the overall lim itation on 
the SCAAD and the findings from  the C A PE as reported  by parents.
Results
Secondary Conditions
General sum m ative findings o f  the SCA AD suggest that the sample population experienced 
a num ber o f  limitations based on secondary conditions. E ach secondary condition presented in the 
SCAAD poses som e level o f  lim itation to m em bers o f  the sample population as reported  by 
families. An average o f  11 secondary conditions was found based upon family report. A ccording to
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family responses on the SCAAD, the psychological factors o f  isolation, low tolerance o r frustration, 
and fatigue create the greatest level o f  limitation. Table 5 presents the sum limitations for each 
condition as well as the num ber o f  participants reporting the limitation.










Isolation 20 52 2.60
Low  Tolerance or Frustration 21 45 2.14
Fatigue 19 40 2.10
Physical F itness/C onditioning Problems 17 35 2.06
Anger 16 34 2.13
Balance P roblem s/D izziness 14 31 2.21
W eight Problem s 14 30 2.14
Sleep Problem s/D isturbances 16 30 1.88
M edication Side Effects 14 26 1.86
Bladder D ysfunction 11 25 2.27
Bowel D ysfunction 12 23 1.92
Problem s with Mobility 9 23 2.56
Depression 14 20 1.43
D en ta l/O ra l Hygiene Problem s 14 20 1.43
Personal Hygiene Problem s 16 19 1.19
Contractures 9 17 1.89
Jo in t and Muscle Pain 10 16 1.60
Self-Inflicted Injuries o r Self-Abuse 8 14 1.75
Injuries D ue to Accidents 10 14 1.40
Cardiovascular (Heart) Problems 6 12 2.00
Circulator}' Problem s 6 12 2.00
Respirator}- Problem s 5 11 2.20
Allergies 7 11 1.57
Injuries D ue to Loss o f  Sensation 7 11 1.57
Urinary Tract Infections 4 8 2.00
E quipm ent Failures 4 8 2.00
Scoliosis 3 7 2.33
E quipm ent Related Injuries to O thers 3 7 2.33
E quipm ent Related Injuries to Self 4 5 1.25
Arthritis 1 3 3.00
W hen sum m ations o f  the levels o f  limitation from  each secondary condition were 
calculated, there were similarities betw een parents and families. Sum m ations o f  the level o f  lim itation 
for each item  were calculated. Table 6 presents the top five secondary conditions and the average
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num ber o f  respondent for each choice on the 4-point likert scale. This table is representative o f  the 
responses given by family members.
T able 6: N um ber o f  R espon ses for each  Level o f  L im itation as R eported by Family
C ondition
N um ber o f  
R espondents 
R eporting 0 
(not lim iting)
N um ber o f  
R espondents 
R eporting 1 
(lim its a little)
N um ber o f  
R espondents 
R eporting 2 
(lim its 
som e)
N um ber o f  
R espondents  
R eporting 3 
(lim its a lot)
Isolation
Low  Tolerance for Frustration 
Fatigue





Table 7 presents severity o f  lim itation from  greatest to  least based upon family report and 
staff report.
Findings from  the sum m ation o f  lim itation from  secondary conditions suggest that families and staff 
have similar views o f  the secondary conditions o f  m ajor concern to the adolescents in this sample. 
F or instance, the first six secondary conditions are ranked similarly in severity betw een staff and 
parents. Isolation, low tolerance o r frustration, anger, fatigue, physical fitness/condition  problem s, 
and balance problem s/dizziness ranked am ong the m ost severely limiting o f  all secondarv 
conditions. These findings, w hen coupled with the developm ental stage o f  adolescents, provide a 
telling picture into the secondary conditions that may need to be m ore closely exam ined and 
eventually addressed when w orking w ith this population. Again, further discussion is to follow. 
SC A A D  Reliability.
This formula o f  num ber agreem ents divided by num ber o f  agreem ents plus num ber 
o f  disagreem ents m ultiplied by 100 was used to calculate the inter-rater agreem ent o f  the 30 
secondary conditions assessed on  the SCAAD based upon  responses given by parents and responses 
given by Family Support Specialists w orking directly with the adolescent participants. All 24 
participants were included in this analysis.
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Table 7: Comparison o f Staff and Family Report of Secondary Conditions











Iso la tion 47 Iso lation 52
L o w  T o le ran ce  o r  F ru stra tio n 42 L o w  T o le ran ce  o r  F ru s tra tio n 45
A nger
Physical F itn ess /C o n d itio n in g
36 Fatigue
Physical F itn e ss /C o n d itio n in g
40
Prob lem s 35 P ro b lem s 35
Fatigue 30 A nger 34
B alance P ro b lem s/D izz in ess 27 B alance P ro b le m s /D iz z in e ss 31
Pro b lem s w ith  M obility 25 W eigh t P ro b lem s 30
W eigh t P ro b lem s 24 Sleep P ro b le m s /D is tu rb a n c es 30
M edication  Side E ffec ts 22 M edication  Side E ffec ts 26
Sleep P ro b le m s /D is tu rb a n c es 21 B ladder D y sfunction 25
B ladder D ysfunction 21 B ow el D ysfu n ctio n 23
D e n ta l /O ra l  H ygiene P ro b lem s 20 P ro b lem s w ith  M obility 23
P ersonal H ygiene P rob lem s 17 D ep ressio n 20
D ep ressio n 16 D e n ta l /O ra l  H ygiene P ro b lem s 20
C on trac tu res 16 P erso n a l H ygiene P ro b lem s 19
Jo in t and  M uscle Pain 16 C o n trac tu res 17
B ow el D y sfunction 15 Jo in t and  M uscle Pain 16
Self-Inflicted  In juries o r Self-A buse 13 Self-Inflicted  In juries o r Self-A buse 14
Injuries D u e  to  A cciden ts 13 In juries D u e  to  A cciden ts 14
Allergies 11 C ard iovascu lar (H eart) P ro b lem s 12
R espiratory  P ro b lem s 9 Circulator}' P rob lem s 12
U rinary  T rac t In fec tions 9 Respirator}' P ro b lem s 11
Scoliosis 9 Allergies 11
C ard iovascu lar (H eart) P ro b lem s 8 In juries D u e  to  L oss o f  Sensation 11
Circulator}' P rob lem s 8 U rinary  T rac t In fec tio n s 8
E q u ip m en t R elated In juries to  O th e rs 7 E q u ip m e n t Failures 8
Injuries D u e  to  L oss o f  Sensation 5 Scoliosis 7
E q u ip m en t Failures 4 E q u ip m e n t R elated In juries to  O th e rs 7
A rthritis 3 E q u ip m e n t R elated In juries to  Self 5
E q u ip m e n t R elated  In juries to  Self 2 A rth ritis 3
Inter-rater reliability- analysis involved assessing the response given for each item  for each 
participant by the parent and by the Family Support Specialist. Tw o analyses were conducted. First, 
item-by item  inter-rater agreem ent percentages were established. This analysis involved com paring 
family responses to staff responses and determ ining if  an agreem ent took place. F or the first 
calculation, an agreem ent was considered to  have occurred if bo th  family and staff reported  the
D ev e lo p m en t o f  the  Secondary  38
exact sam e level o f  lim itation  fo r the  item . O verall in te r-ra te r ag reem en t fo r exact ag reem ent 
resu lted  in a m odera te  in te r-ra te r ag reem en t o f  .73, w ith  individual item s scores rang ing  from  .46 to  
.92.
S econd , partial in ter-ra ter ag reem ent percen tages w ere calculated. A gain, th is involved 
com paring  family responses to  s ta ff  responses and  d e te rm in ing  if  ag reem en t to o k  place. In  this case, 
ag reem en t was considered  to  have occu rred  i f  b o th  family and  s ta ff  rep o rted  th a t there  w as som e 
level (or n o  level) o f  lim itation fo r the  item . O verall in te r-ra te r reliability fo r partia l ag reem ent 
resu lted  in a h igher in te r-ra te r reliability ag reem en t o f  .85, w ith  scores rang ing  fro m  .67 to  .92. T ab le  
8 illustrates item -by-item  in te r-ra te r ag reem en t as well as overall in te r-ra te r reliability agreem ent.
T h e  overall exact in te r-ra te r reliability score (.73) is m odera te , the  overall partial in te r-ra te r 
reliability score (.85) falls w ith in  the  m odera te ly  high to  high range. T h is level o f  ag reem en t betw een  
the  partial ag reem ents suggests th a t there  is ack now ledgem en t b e tw een  family and  s ta ff  th a t there  
are lim itations o n  activity due  to  secondary  cond itions. F u rth e r in fo rm atio n  will be p ro v id ed  in the 
d iscussion  section  below .
T able 8: E xact and Partial Inter-Rater R eliability Results
C O N D IT IO N
N u m b er o f
EXACT
A greem ents 
B etw een  
Staff and 




N u m b er o f  
PARTIAL  
A greem ents  
B etw een  Staff 





Physical F itness/C onditioning Problem s 14 .58 21 .88
W eight Problem s 16 .67 17 .71
Cardiovascular (Heart) Problems 21 .88 21 .88
Circulator}- Problem s 22 .92 23 .96
Respirator}- Problem s 20 .83 21 .88
Allergies 20 .83 22 .92
Fatigue 15 .63 21 .88
D epression 15 .63 18 .75
Sleep P roblem s/D isturbances 16 .67 23 .96
M edication Side Effects 17 .71 21 .88
Self-Inflicted Injuries o r Self-Abuse 18 .75 22 .92
D evelopm ent o f  the Secondary 39
Bladder Dysfunction 17 .71 20 .83
Bowel D ysfunction 16 .67 20 .83
Urinary Tract Infections 22 .92 22 .92
Personal Hygiene Problems 12 .50 16 .67
D en ta l/O ra l Hygiene Problem s 12 .50 17 .71
Balance Problem s/D izziness 18 .75 20 .83
Injuries D ue to Loss o f  Sensation 18 .75 18 .75
Contractures 15 .63 18 .75
Scoliosis 22 .92 22 .92
Arthritis 22 .92 22 .92
Joint and Muscle Pain 22 .92 22 .92
Anger 12 .50 20 .83
Isolation 13 .54 21 .88
Low Tolerance o r Frustration 11 .46 24 .10
Injuries D ue to Accidents 15 .63 19 .79
Problem s w ith Mobility 17 .71 20 .83
E quipm ent Failures 22 .92 21 .88
E quipm ent Related Injuries to Self 22 .92 21 .88
E quipm ent Related Injuries to O thers 20 .83 20 .83
TOTALS 522 .73 613 .85
A Pearson’s P roduct C orrelation analysis was conducted on the overall scores o f  limitation 
as reported  by bo th  family and staff in order to  better understand the properties o f  chance for the 
reported results o f  the SCAAD. A correlation o f  .111, p  <.01 was found. This suggests a m odest 
positive correlation betw een the overall score o f  the SCAAD as reported  by family w hen com pared 
with the overall score reported  by staff. This correlation coefficient suggests that the inter-rater 
reliability scores found on the SCAAD are likely not due to  chance and are due to  actual perceived 
agreem ent on limitation by family and staff w orking w ith the participants. Figure 2 provides a 
scatterplot representation o f  the Pearson Product Correlation.
S C A A D  Internal Consistency. C ronbach’s alpha analyses were explored to  further assess the 
reliability o f  the SCAAD and the responses given by the tw enty-four families (see Table 9). 
C ronbach’s alpha measures how  well as set o f  variables m easures a single construct. Because the 
original H SC A ID D  had been factor analyzed, the SCAAD was readily set up for analysis via 
C ronbach’s alpha. The seven factors from  the factor analysis were used as the single 
construct, and the secondary conditions falling w ithin each o f  the factors were used as the set o f
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variables. For example, to explore the consistency betw een items associated with the “mobility 
conditions” factor,the secondary conditions related to that factor were analyzed. These factors were 
equipm ent failures, equipm ent related injuries to o thers, equipm ent related injuries to self, scoliosis, 
problem s with mobility, and contractures. C ronbach’s alpha scores ranged from  a high o f  .746 for 
physical fitness conditions to  a low o f  .271 for pain related conditions. Table 6 indicates the 
C ronbach’s calculations for the seven factors and the secondary conditions included in each 
factor.The relatively m odest C ronbach’s alpha scores are consistent w ith the in ter-rater reliability 
scores. The SCAAD is a relatively b rief assessm ent o f  health conditions and C ronbach’s alpha scores 
generally increase as the num ber o f  items increase. Increasing the num ber o f  secondary conditions 
assessed is one potential way o f  increasing the internal consistency o f  the SCA AD, especially in 
those areas where C ronbach’s alpha scores are very low.
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T ab le  9: C ro n b a c h 's  A lpha fo r F ac to rs
Factor
Secondary C onditions 
Included
C ronbach’s A lpha
M obility  C ond itions
E q u ip m e n t failures 
E q u ip m e n t related  injuries to  o th ers  
E q u ip m en t related  injuries to  se lf 
Scoliosis
P ro b lem s w ith  m obility  
C on trac tu res
.701
Psychological C ond itions
Sleep p ro b lem s/d is tu rb an c es  
D ep ressio n
Self inflicted  injuries o r  abuse 
P ersistence p ro b le m s/lo w  frustration  
to lerance





O rien ta tio n  R elated  C o n d itio n s
B alance p ro b lem s/d izz in ess  
In juries due to  accidents
.682
Physical F itness C ond itions
Respirator)- p rob lem s 
W eig h t p rob lem s 
Physical f itn e ss /co n d itio n in g  
p ro b lem s
C ard iovascu lar p rob lem s 
C irculator)- p rob lem s
.746
Pain  R elated C ond itions
A rthritis
jo in t and m uscle  pain 
In juries due to  loss o f  sensation
.271
E lim ina tion  C ond itions
B owel dysfunction  
B ladder dysfunction  
U rinary  trac t in fections
.692
H ygiene C ond itions
P ersonal hygiene p ro b lem s 
D e n ta l/o ra l  hygiene prob lem s
.522
Participation
Primary C A P E  Findings. T he C hildren’s A ssessm ent o f  Participation and Enjoym ent (CAPE) 
assesses five areas o f  participation. First, the C A PE examines the diversity o f  activities in w hich 
children engage. Fifty-five items are presented, and participants are asked w hether o r no t they have
engaged in the activity in the past four m onths. Second, the C A PE  examines the frequency in which 
children participate in activities. Third, the C A PE examines with w hom  the children engage in the
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activities. Fourth, the C A PE examines where the activities occur. Lastly, the C A PE  examines how 
m uch the children enjoy doing each activity in which they participate. Families were asked to rate 
each o f  these items for the activities in which the participants engage. F or each sub dom ain higher 
scores are indicative o f  greater levels o f  participation. F or example, higher scores in the “with 
w hom ” category indicate that the participant is engaging in the activity with others, rather than in 
isolation. Table 10 illustrates sum m ative responses given for each o f  the sub dom ains presented 
from  m ost com m only engaged activity to  least com m only engage.
T a b le  10: S u m m a tiv e  C A P E  Sub D o m a in  R e sp o n se s
A ctiv ity
D iv ers ity  
n =  22*
F req u en cy
W ith
W hom
W here E n jo y m en t
Listening to music 20 120 50 38 88
Shopping 20 89 58 97 82
Visiting 19 91 69 65 73
W atching TV  or a rented movie 19 125 49 30 90
D oing a chore 18 102 48 24 46
D oing crafts, drawing o r coloring 17 84 66 56 65
Talking on the phone 17 84 41 25 66
G oing for a walk or a hike 17 88 63 74 70
Playing with pets 16 108 37 28 67
Playing com puter o r video games 15 80 41 39 63
Hanging out 15 89 61 61 64
Playing with things o r toys 15 101 39 35 67
Playing board o r card games 14 62 45 33 52
Reading 14 89 56 45 50
Making food 14 69 37 23 51
G oing to a party 12 25 38 55 48
D oing pretend o r imaginary play 12 67 21 18 45
Swimming 12 27 48 58 62
Playing games 11 38 51 48 43
D oing individual physical activities 10 57 46 42 33
Going to the public library 10 32 42 49 37
Going to a live event 10 21 30 51 38
Taking care o f  a pet 10 53 18 15 32
Collecting things 9 49 25 24 37
D oing team sports 9 47 47 46 38
Doing a religious activity 9 33 25 43 31
Dancing 9 43 28 21 41
Going on a full-day outing 9 25 30 46 32
D oing a paid job 9 40 36 44 32
W riting letters 8 25 16 11 22
Going to  the movies 8 27 24 38 34
Playing a musical instrum ent 7 34 19 17 32
Doing snow  sports 7 29 32 35 27
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D oing homework 7 29 18 10 17
D oing puzzles 6 26 21 14 27
Entertaining others 6 27 21 19 27
G etting extra help for schoolwork from  a tutor 6 35 22 26 20
Participating in com m unity organizations 5 24 20 21 21
Bicycling, in-line skating, o r skateboarding 5 20 9 21 23
D oing volunteer work 5 26 21 24 17
Horseback riding 4 14 16 19 17
Learning to sing 4 16 20 16 17
Taking art lessons 4 16 19 17 12
Learning to dance 4 12 12 8 19
Playing on equipm ent 4 19 18 14 14
Gardening 4 15 14 11 9
Playing non-team  sports 4 16 13 21 16
Racing or track and field 3 11 15 16 11
Taking music lessons 3 15 11 11 14
Fishing 3 9 6 18 13
W riting a story 2 16 3 6 12
Participating in school clubs 2 8 9 8 8
D oing marital arts 1 7 5 11 5
D oing gymnastics 1 3 1 6 1
D oing w ater sports 1 4 3 6 4
CAPE Inter-Rater Reliability.
Inter-rater reliability for the C A PE  was calculated initially by looking at the level o f  
agreem ent betw een family and staff for each activity presented (diversity). Tw enty-tw o o f  the 
twenty-four participants were analyzed at this point. O ne was no t included because the family did 
n o t fill out the participation survey. A nother was n o t analyzed as the staff w orking with this 
individual was no t yet familiar enough w ith the participant to accurately provide inform ation. In ter­
rater reliability was calculated by using the same formula as presented previously. W hether o r n o t the 
participant engaged in the activity was analyzed by looking at the responses by staff and by families. 
Reponses were either a yes o r no  for this category. A n overall m oderate inter-rater reliability score o f  
.79 was found. Individual inter-rater reliability scores ranged from  .68 to .95. Table 11 outlines the 
agreem ent num bers betw een staff and families as well as the in ter-rater reliability score for each
item.
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T able 11: CAPE Diversity Inter-Rater A greem ent Scores
Activity
#  o f  EXACT  
A greem ents B etw een  




Doing puzzles 17 .77
Playing board or card games 16 .72
D oing crafts, drawing o r coloring 15 .68
Collecting things 15 .68
Playing com puter o r video games 17 .77
Talking on the phone 17 .77
G oing to  a party 17 .77
Hanging out 17 .77
Visiting 17 .77
W riting letters 15 .68
Entertaining others 17 .77
Playing with pets 19 .86
W riting a story 17 .77
D oing pretend or imaginary play 19 .86
Playing with things o r toys 17 .77
D oing marital arts 19 .86
Swimming 15 .68
D oing gymnastics 20 .91
H orseback riding 18 .82
Racing o r track and field 20 .91
D oing team sports 17 .77
Learning to sing 19 .86
Taking art lessons 18 .82
Learning to dance 19 .86
G etting extra help for schoolwork from a tutor 17 .77
Playing a musical instrum ent 19 .86
Taking music lessons 19 .86
Participating in com m unity organizations 16 .72
D oing a religious activity 16 .72
Participating in school clubs 19 .86
Dancing 17 .77
G oing for a walk o r a hike 17 .77
Bicycling, in-line skating, o r skateboarding 19 .86
D oing w ater sports 18 .82
D oing snow  sports 20 .91
Playing on equipm ent 17 .77
Playing games 14 .64
Gardening 17 .77
Fishing 20 .91
D oing individual physical activities 13 .59
Playing non-team  sports 19 .86
G oing to the movies 14 .64
G oing to the public library 15 .68
W atching T V  o r a rented movie 19 .86
G oing to a live event 18 .82
G oing on  a full-day outing 16 .73
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Reading 17 .77
Listening to music 19 .86
D oing volunteer work 17 .77
D oing a chore 20 .91
D oing a paid job 18 .82
Making food 17 .77
D oing hom ew ork 16 .73
Shopping 21 .95
Taking care o f  a pet 16 .73
TOTALS 957 .79
Secondary Conditions and Participation
Pearson’s r correlations were calculated to  explore the relationship betw een overall limitation 
as reported by parents on  the SCAAD and each o f  the sub dom ains on  the CAPE. Table 12 
outlines the findings from  the Pearson’s r correlation calculations. While no significant correlations 
were found in relation to reported  SCAAD limitation and C A PE  sub dom ains, small sample size 
may play a role.
T able 12: Pearson's r Correlations for SCAAD and CAPE










T otal SCAAD 1 .144 .123 .290 .167 .194
Lim itation
T otal Diversity 1 .924** .751** .890** .936**
T otal Intensitv 1 .806"* .831** .901**
T otal With W hom 1 .855** .694**
T otal W here Score 1 .858**
T otal E njoym ent 1
** Correlation is significant at the 0.01 level (2-tailed).
Discussion
The purpose o f  this study was to develop a measure o f  secondary conditions, explore the 
reliability and validity o f  the m easure and explore the relationship betw een secondary conditions and 
participation am ong adolescents with disabilities. This research collected ratings o f  lim itation due to 
secondary conditions and ratings o f  participation o f  adolescents with I /D D . Ratings were collected 
from  parents and Family Support Specialists. D ata show that the participants experience an average 
o f  11 secondary conditions during a three m onth  period as reported  by families. The inter-rater 
agreem ent betw een parents and Family Support Specialists was .73 on a point-by-point com parison,
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and .85 w hen com paring w hether o r no t lim itation was an issue. Furtherm ore, data collected from 
the participation m easure show that the participants in this sample participate in an average o f  23 
activities in a four m onth  period as reported by families. Collected data show  no statistically 
significant correlation betw een secondary condition limitation and participation in this sample.
T he exploratory nature o f  this study allowed for examination o f  several topics related to 
adolescents w ith disabilities. Exploration o f  the validity and reliability o f  a secondary conditions 
measure occurred, as well as the relationship betw een secondary conditions and adolescent’s 
participation in a variety o f  activities. This small study was a introduction to the area o f  adolescents 
w ith disabilities, and can serve as a stepping-stone for program m atic im plem entation for sendee 
providers w orking w ith this population.
Overall findings from  this project suggest that the adolescents in the sample population do 
experience limitation from  secondary conditions. Family report suggests that a relatively high 
num ber o f  participants in the sample experience limitation from  conditions such as isolation (n —
20, o r 83% o f  the sample population), low tolerance o r frustration (n =  21, 88%), fatigue (n =  19, 
80%), and physical fitness/conditioning problem s (n =  17, 71%). Relatively high percentages o f 
participants in this sample report experiencing limitation due to  preventable and treatable secondary 
conditions. This project has brought to  light those secondary conditions that are m ost limiting to  the 
sample. W ith this knowledge, sendee providers and families to begin can address areas o f  limitation.
W hen looking at staff and family response o f  the overall lim itation posed by secondary 
conditions in this sample, there is agreem ent that psychological and physical fitness concerns are the 
m ost limiting. This level o f  agreem ent is indicative o f  families and staff w orking together and seeing 
the same kinds o f  limitations. Consequently, parents and staff are m ore likely to  w ork together to 
address these concerns because they are seeing the same concerns. Additionally, the agreem ent 
betw een staff and parents on  the secondary conditions m easure points tow ards a reliable means o f
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assessing secondary conditions am ong adolescents w ith I /D D . Certainly m ore extensive study is 
warranted due to  the lower exact agreem ent score (.73). Findings from  the current study o f 
agreem ent between staff and families are som ew hat lower than those reported  in a preliminary study 
conducted with the original H SC IA D D . Szalda-Petree and Traci (1999) reported  that an 89% 
agreem ent rate was found on the H SC IA D D  w hen com pleted by two individuals very familiar with 
the participant in question.
F or the current study, a larger sample size and assessing the level o f  knowledge staff has o f  
the adolescents w ith w hom  they are w orking may boost the reliability o f  the SCA AD to m ore 
acceptable levels o f  agreement. Additional items added to the m easure in each o f  the factors may 
address the relatively low level o f  internal consistency found within the measure. F urther research 
could also focus on the readability and w ording o f  the SCAAD. Additionally, use o f  proxy raters, 
while necessary for the majority o f  the participants in this sample, may also affect the outcom e due 
an inability to  fully understand the limitation experienced by the individual.
T he participation data collected suggest that within this sample population there are a 
num ber o f  activities in which the majority o f  the adolescents engage. The top five activities engaged 
in by the majority o f  the participants are listening to  music (n = 20, o r 91%), shopping, (n — 20, 
91%), visiting (n =  19, 86%), w atching TV or a rented m ovie (n =  19, 86%), and doing a chore (n =  
18, 82%). These results have prom pted questions for the researcher about the activities o f  typical 
developing peers and w hether o r n o t similar results would appear in terms o f  the top activities in 
which adolescents engage in if typically developing peers were polled. It is possible that that there 
are several activities that the sample population engages in less frequently than their typical 
developing counterparts. For example, 32%  o f  the sample population (n =  7) indicate that they have 
done hom ew ork at least once in the past four m onths, 23%  (n =  5) indicate they have participated in 
com m unity organizations in the last four m onths, and 10% (n =  2) report participating in school
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clubs. While a population o f  typical developing peers was n o t sun-eyed, it is possible that there are 
differences between rates o f  participation in som e activities, such as those just m entioned, am ong 
adolescents with disabilities and their typical developing counterparts. F urther investigation looking 
at a sample o f children w ithout disabilities m ight shed light on  the types o f  activities in which they 
engage and potential reasons that the percentages are low in the sample used in this study. It is 
possible that the nature o f  the primary disability does no t allow for the participation in some 
activities. It may also be that accom m odations are no t readily available to  help the adolescents with 
disabilities engage in those activities in which their same aged peers w ithout disabilities engage.
The correlational analyses conducted for this study did n o t find any significant relationship 
between overall limitation due to secondary conditions as m easured by the SCA AD and 
participation. A limitation o f  this study is the small sam ple size. It is possible that a stronger 
correlational relationship between secondary condition limitation and participation could be noted 
w ith an increase in sample size. While this study did n o t directly support a correlational relationship 
between secondary conditions and participation, it is still possible that a relationship exists. Further 
exploration and research into this area is necessary.
W hen looking at varying populations o f  individuals with disabilities, this study provides 
com parative findings for the prevalence and limitations put forth by secondary conditions. A 2004 
study by Santiago and Coyle, looking at secondary conditions am ong w om en w ith physical 
disabilities, found that highest ranked secondary conditions were physical fitness/conditions 
problem s and isolation. Both o f  these secondary conditions influenced the w om en’s ability to engage 
in participation in desired activities. K inne, Patrick, and Doyle (2004) reported  that som e o f  the 
highest ranked secondary conditions am ong adults w ith disabilities included chronic pain, fatigue, 
weight problem s, periods o f  depression, and feelings o f  being isolated. Findings from  previous 
research with w om en with physical disabilities and adults with disabilities suggest that the current
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study is on a similar track; secondary conditions found am ong this sample population o f  adolescents 
with disabilities is som ew hat com parable to  o ther sample populations.
U nderstanding the relationship between the effects o f  secondary conditions and 
participation is an im portant aspect in understanding developm ent. Adolescents face the 
developm ental task o f  creating and establishing their identity. Adolescence is a vital period in which 
the future seems bright and the exploration o f  the w orld at large becom es possible. U nderstanding 
this time period and especially understanding how  this developm ent occurs in adolescents with 
disabilities is im portant. This understanding can ultimately help organizations, such as C D C , and 
families foster independence and identity developm ent in adolescents w ith disabilities and set them  
on a path towards productive adulthood. This study is a first step in understanding the 
developm ental dom ain o f  disability and its effect on  adolescents. Further research is warranted to 
create a bigger picture within w hich to work.
O ne potential outcom e o f  this particular study is directly related to  the sendee provided at 
the Child D evelopm ent Center. This study has identified a num ber o f  secondary conditions that are 
affecting a subset o f  the population sen-ed by CDC. W ith this inform ation in hand, it is possible that 
staff and families can be provided w ith education and training abou t the needs o f  adolescents 
associated with CDC. In particular, the prevalence rates o f  psychological and physical fitness 
conditions in this population could be addressed by creating specific training for staff to  better 
understand, identify, and manage these types o f  conditions. S taff at C D C  works closely with 
occupational and physical therapists as well as psychologists, all o f  w hom  w ork as a team  to  provide 
the best sendee possible to the children and adolescents at CD C. T he inform ation from  this study 
can be shared with the sendee providers w orking at C D C  and changes in sendee can be m ade to 
better address the limiting conditions o f  the adolescents being sen-ed.
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Implications for Treatment.
The C A PE was designed for use in bo th  clinical and research areas. Clinically, the results o f  
the C A PE can help staff better understand the differing aspects o f  activities in which the 
participants engage. For instance, knowledge o f  the variety, frequency, location, and enjoym ent o f 
activities clients participate in m ight guide program  developm ent by way o f  creating a picture o f 
client’s interests, abilities, and current level o f  participating. T he C A PE  has uses as a research tool in 
term s o f  its ability to  examine “changes in children’s participation or the effectiveness o f 
interventions over time” (King, King, et al., 2004, p. 14). Both clinically and in research, the C A PE 
may serve as an effective tool for the sample population and the organization from  which the 
sample was taken.
O n a case-bv-case basis, the results o f  the SCAAD and C A PE could be used to  im plem ent 
appropriate program s and interventions for the families involved w ith a sendee such as the Child 
D evelopm ent Center. Through qualitative analyses, a picture o f  health, limitation, and participation 
could be created for children and families associated w ith C D C  and program m ing could be p u t in 
place. F or illustrative purposes, the stories o f  tw o participants are outlined below; nam es have been 
changed for confidentiality.
Sarah. Sarah is a 14-year-old girl w ho currently attends a local middle school. Sarah was born  
prematurely and has been diagnosed w ith m oderate cognitive delay. Sarah is a very small and thin 
girl. She reportedly experiences a lot o f  oral-m otor defensiveness (i.e., will only eat liquids o r pureed 
foods) and a num ber o f  dental-related issues, and is therefore limited in w hat she can eat. Sarah 
receives special education sendees at school where she is rarely m ainstream ed w ith her typical 
developing peers. Sarah has recently begun sendees with C D C  after being on the waitlist for a short 
period o f  time. Sarah’s family heard about CD C sendees through a peer o f  Sarah’s w ho is on 
sendees and often talks o f  his w ork w ith his h a b ita tio n  aide.
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Sarah and  h er family com ple ted  b o th  the  SC A A D  and  the C A P E  fo r this p ro ject. S arah’s 
family rep o rted  m ild lim itations related to  physical f itn e ss /co n d itio n in g  p rob lem s, w eight p rob lem s, 
and  personal hygiene p rob lem s. T h e  family rep o rted  m ajo r lim itation due to  iso lation  and  low  
to lerance o r  frustration. S arah’s C A P E  scores indicate m o d era te  levels o f  partic ipa tion  in activities 
(31 ou t o f  55 activities) w ith  a g o o d  p o rtio n  o f  the  activities occu rrin g  at h o m e  and  in isolation.
F ro m  these findings, sendees th ro u g h  C D C  could  be d irec ted  tow ard  the  areas o f  m o st 
concern . A t this p o in t, S arah’s family rep o rted  concerns re la ted  to  S arah’s psychological w ell-being 
(high levels o f  lim itation  due to  iso lation  and  low  to lerance) as well as S arah’s physical fitness. W ith  
this know ledge, the Fam ily S u p p o rt Specialist can w ork  directly w ith  Sarah and  h e r fam ily to  address 
som e o f  these concerns. In  this particu lar case, a hab ilita tion  aide has been  h ired  to  w ork  w ith  Sarah 
fo r several hou rs everyday after school. W ith  the  hab ilita tion  aide, Sarah is learn ing  to  d o  daily 
chores and  engaging in an academ ic activity such as read ing  o r  w riting  a story. T h e  hab ilita tion  aide 
w orks directly w ith  Sarah d u rin g  these tasks and  is im p lem en tin g  p rog ram s to  address S arah’s low  
to lerance fo r frustration . F o r exam ple, the habilita tion  aide w orks w ith  Sarah o n  the steps involved  
in each task and  discusses w ith  Sarah how  to  p ro b lem  solve and  p rep are  fo r the  n ex t steps. S arah’s 
high levels o f  iso lation  are addressed  by the  hab ilita tion  aide as well. Sarah is n o w  engaging in social 
activities o n  a daily basis w ith  the aide, fu r th e rm o re , C D C  helps co o rd in a te  social activities fo r 
ch ildren  w ith  aides to  ge t to g e th e r fo r activities such  as bow ling, eating o u t, and  g o ing  to  the  mall. 
Sarah s Fam ily S u p p o rt Specialist is w ork ing  directly w ith  the  family to  coo rd in a te  occupational 
therapy  sessions to  address som e o f  Sarah’s oral m o to r defensiveness w hich  will in tu rn  address 
som e o f  h er physical fitness concerns.
Peter. P e ter is an  18-year-old sen io r in h igh school. P e te r has beend iagnosed  w ith  a cognitive 
delay. P e te r lives w ith  his paren ts and  o lder siblings. All o f  P e te r’s siblings have been  o n  services 
w ith  C D C  during  the ir ch ildhoods. P e te r is curren tly  in the  p ro cess  o f  transition ing  from  child
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sendees to  adult sendees with the goals o f  graduating high school, getting a job, and m oving to  his 
own place. Peter was able to fill ou t the majority o f  the sun-ey on his own. H e indicated mild levels 
o f  limitation due to  fatigue, depression, m edication side effects, bladder dysfunction, personal and 
oral hygiene problem s, anger, and low frustration o r tolerance. Peter indicated a m oderate level o f 
limitation due to  bowel dysfunction. Peter’s C A PE scores indicate a m odest level o f  participation in 
activities (24 out o f  55), a relatively high level o f  frequency in which he engages in these activities, 
and a high level o f  solitary participation.
Peter’s SCAAD and C A PE results provide an insight into the health conditions Peter finds 
troubling (especially bowel dysfunction) as well as the activities he currently engages in. Through 
understanding Peter and the responses given on the measures, his Family Support Specialist can 
work with him  to better address som e o f  the concerns he experiences and potentially alleviate som e 
o f  his limiting factors. For example, Peter’s Family Support Specialist can help Peter advocate for 
medical attention to  address his bowel and bladder dysfunction. Fie can also receive support and 
education regarding treatm ent for depression. Furtherm ore, C D C  can w ork w ith Peter to bring him 
out into the com m unity and to engage in activities w ith o thers by inviting him  to activities held for 
peers his age o r hiring a habilitation aide to  w ork with him  one-on-one.
Conclusion.
This exploratory study is only the beginning o f  research necessary to better understand and 
im plem ent appropriate intervention and prevention program m ing for adolescents w ith disabilities. 
Further research is necessary with larger sample sizes, m ore diverse m ethods o f  m easurem ent, and 
deeper degrees o f  analysis. N o t only could future studies could address prevalence rates o f  
secondary conditions and relationships betw een secondary conditions and participation as this study 
did, they could also explore the nature o f  effectiveness o f  special education services in school and its
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relationship to  health and participation, and the relationship betw een participation opportunities and 
being linked with a sendee organization.
From  inform ation gained in this exploratory study, the next steps involve educating staff at 
C D C  about the rates o f  secondary conditions in the sample population, how these secondary 
conditions can be identified and treated, and im plem enting appropriate program s to better address 
the health conditions with in the population served by CDC. While on  a greater scale this study may 
not change the world, it is possible that is m ight influence and possibly change the world for a few 
adolescents in M ontana w ho are w orking w ith staff at C D C  to strengthen and im prove their well­
being.
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A ppendix A
Secondary Conditions Among Adolescents with Disabilities (SC AAD )
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Secondary Conditions Among Adolescents with 
Disabilities (SCAAD)
Please rate how much each of the following conditions have affected jo u r activity and independence in the last three 
months. I f  you have not experienced the condition in the last three months, or i f  it is an insignificant problem for 
you, please circle "0". Please refer to the following rating scale in making your ratings.
0 =  not limiting or does not affect me
1 =  limits my activity a little (1 to 5 hours per week)
2 — limits my activity some (6 to 10 hours per week)
3 =  limits my activity a lot (11 or more hours per week)
R ating  C ondition
0 1 2  3 Physical Fitness /
Conditioning Problem s
0 1 2  3 W eight
Problem s
0 1 2  3 Cardiovascular
(Heart) Problem s
0 1 2  3 Circulatory' Problem s
0 1 2  3 Respirator}- Problem s
0 1 2  3 Allergies
0 1 2  3
0 1 2  3
Fatigue
Depression
E xam ple  or D escrip tion
I can’t do  som e activities because I am  no t in good 
enough shape or my muscles just w on’t let me.
I have a hard time keeping my weight w here it 
needs to  be for me to  be healthy
A doctor has told me that I have problem s w ith my 
heart, such as high o r low blood pressure o r an 
irregular heartbeat.
My veins o r feet swell o r I have had too  blood clots 
o r my blood w on’t clot as it should. M y blood doesn’t 
have enough iron o r oxygen.
I have difficulty' breathing, I get m ore respiratory 
infections than o ther people my age, o r I cough up 
phlegm.
I often have allergic reactions such as rashes, puffy 
red eyes, runny nose, o r o ther severe allergic 
reactions.
I get a very tired (though n o t necessarily sleepy) 
feeling after minimal exertion.
I feel very sad m ost o f  the time. I have felt this way 
for a long time. For example, I d o n ’t enjoy doing my 
favorite things o r I have a hard time sleeping.
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Rating 
0 1 2  3
0 1 2  3
0 1 2  3
0 1 2  3
0 1 2  3 
0 1 2  3 
0 1 2  3
0 1 2  3 
0 1 2  3 
0 1 2  3 
0 1 2  3 
0 1 2  3
Condition Exam ple or Description
Sleep P rob lem s/ 
D isturbances
I have a hard time falling asleep, staying asleep, or 
staying awake during the day
M edicadon side effects I am on m edications that cause side effects, such as
dry m outh, trem bling or dizziness.
Self-inflicted injuries or 
Self-Abuse
Bladder Dysfunction
I som etim es hurt myself on  purpose. I m ight cut, 
burn, o r bite myself to  cause injury.
I can’t always get to the bathroom  w hen I need to and 
som etim es have urinary “accidents” o r I have bladder 




I have problem s such as diarrhea, constipation, or 
bowel "accidents."
Sometim es w hen I urinate I have pain, 
burning, o r my urine is bloody o r cloudy.
Personal Hygiene Problem s Som etim es my hands, face, and teeth are n o t as clean
as they should be because I do not shower, use 
deodorant, o r do  things to  take care o f  my body and 
how  I look very often.
D en ta l/O ra l Hygiene I have problem s with my teeth, gums, o r breath 
because I do n o t problem s brush my teeth often 
enough.
Balance P roblem s/D izziness I have a hard time keeping my balance. I som etimes
feel dizzy, am clumsy, o r have a hard time m oving the 
way I w ant to.




Parts o f  my body (especially my hand and feet) get 
hurt because I can’t feel things like extrem e cold, 
extrem e heat, o r sharp objects.
I have a hard time moving my joints (such as my 
knees, hips, elbows) because the tissue around them  is 
really tight.
My spine has a curve in it. This curve causes m e pain 
or problem s with mobility and balance.
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R ating  
0 1 2  3
0 1 2  3 
0 1 2  3 
0 1 2  3
0 1 2  3 
0 1 2  3 
0 1 2  3
0 1 2  3
0 1 2  3
0 1 2  3
C ondition
Arthritis
Jo in t and Muscle 
Pain
Exam ple or D escrip tion
T here is a lot o f  swelling in my joints that make it 
painful and hard to m ove o r a docto r has told me that 
I have arthritis.
I have pain in my joints and muscles.
Anger
Isolation
Low Tolerance or 
Frustration
Injuries D ue to Accidents
Problem s with 
Mobility
I get really mad in som e situations o r at som e people 
and it is hard to  get over being so mad.
I spend a lot o f  time by myself. I d o n ’t hang out with 
friends o r o ther people very often  except for my 
parents, support staff, o r aides.
I often get so frustrated w hen I am  trying to 
com plete tasks that I give up.
I get hurt in accidents that happen because I have a 
hard time getting around or learning new things.
I have a hard time m oving my body w here I w ant it 
to go because I don’t have enough strength o r muscle 
control.
Equipm ent Failures
Equipm ent Related 
Injuries to Self
I have problem s with my equipm ent. Sometim es a 
walker, brace, hearing aid, o r com m unication device 
doesn’t w ork right.
I som etimes get hurt because my equipm ent (such 
as a wheelchair o r crutches) doesn’t fit me very well 
o r is difficult for me to operate safely.
Equipm ent Related O th er people have gotten  hurt w hen they have
Injuries to O thers tried to lift o r m ove my equipm ent, such as my
wheelchair.
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A ppendix B
Children's Assessment of Participation and Enjoyment (CAPE)
Used w ith purchase and permission from  Pearson Publishing
Record Form
Child's name
Children's Assessment «f 
Participation .md Enjoyment A<J8 . L  Male □  Female Date
Did the child require assistance to complete the CAPE? ~ I yes □  No
Name of person who assisted the child in completing the CAPE:________
Relationship to child:____________________________ ______________
Directions
I. Review each of the activities shown in the CAPE by looking at the picture and reading the description 
of the activity provided.
2. fo r  each activity, ask the child if he or she has done the activity in the past four months. It may be 
helpful fo r the child to think o f an activity or event that happened approximately four months ago 
(e.g., a birthday, holiday, spring break, start or end o f the school year, or a cultural o r religious event 
celebrated by the child's family) or to look at a calendar.
3 . If the child has not done the activity in the last four months, check No and go on to the next item.
4. If the child has done the activity in the last four months, check Yes and complete the rest of the 
questions fo r that item. Circle the scores associated with the child's responses.
Always let the child answer firs t, before offering any assistance. Remind the child that there are no right
or wrong answers to the questions.
®PsychCorp
To order, ca ll: 1-800-211-8378
Copyright c  7004 by Asietsmer:. me
Al raghli -r»s©fved PnMM n the Ur ted Stales ot America 
5 6 7 8 9  10 11 I? A 0 C 0  F
IS B N  0 7 L lL 0 b 4 5  ‘ I
9780761606451
Here is  an example o f a completed item  to  show the child.
I. A sk the  ch ild  I f  he o r she has brushed h is o r h e r teeth  
in the  p as t fo u r  months.
2 .  A sk the  ch ild  how o fte n  he o r she brushes h is o r h e r tee th.
3 .  Next, ask the  ch ild  w ith  whom he o r  she does th is  a c tiv ity . ^
N ot*. I f  t l«  child doet in  activ ity with two types of people . circle the type w ith the 
Iugkect sto re . For exempli. i f  he or she goet to  *  porfy w ith  siblings end friends, 
circle 4 .  With Friends If he or she does *n ectiv ity w ith three or more types of people, 
fo r d im p le , does in  ectiyfty w ith femlly, o ther reletives. end friends, circle the score 
of S. With Others.
4 . Next, ask th e  child w here he o r she does th is  a c tiv ity .
N ot*. If the child does the ectivity * t  school, it must he outside o f regular desses, 
such es before or efte r school, i t  recess, o r is  pert o f e school club.
Neighborhood end Community mey need to be defined fo r the child b ised on the type 
o f community (urbon o rru re l)  in which he or she lives.
5 . A sk the  ch ild  how much he o r she like s  doing the a c tiv ity .
Example
Brushing your teeth
Have you done this activity In the 
past four months?
L- No (go to the next item)




Where do you do this most often?
t At HomeAt a Relative s Home 
©  In Your Neighborhood
With whom do you do this most often?
( d )  Alone O  With Friends
©  With Family ©  With Others (Instructors.
(Parents. Brothers. Sisters) Other individuals, or
©  With Other Relatives (Grandparents. Mutiple types of people)
Aunts. Uncles. Cousins)
©  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like or enjoy doing this activity?
2
Hobbies, Crafts, and Games
(tews 1-5
These draw ings show kids doing 
hobbies, crafts, or games. Think about 
any hobbies, crafts, or games th a t you 
have done in the  past fo u r m onths 
outside o f school.
Doing puzzles
past fo u r months?
□  No (go to  the next item)
D  Yes (complete each o f  the 
questions below)
How o fte n ?
o  © © © ©
p»e* 4 pj- 1 4
W ith whom do you do th is  m ost o ften?
O  Alone ©  W ith Friends
©  W ith Family ©  W ith Others (In s tru c to rs . Other
(Parents. B rothers. S is te rs) individuals, o r  M utlp le  types
©  W ith O ther Relatives (Grandparents. ° 'p e °p l« )
Aunts. Uncles. Cousins)
W here do you do this m ost o ften?  
O A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but n o t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r  en joy doing th is  ac tiv ity?









Hobbies, Crafts, and Games (continued)
1 3  Playing board or 
card games
Have you done th is  activ ity  in the 
past fo u r months?
□  No (go to  the next item)
□  Yes (complete each o f the 
Questions below)
How o ften?
o  © G © © ©
W ith whom do you do th is  most often?
O  Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B ro thers . S isters)
©  W ith O ther Relatives (Grandparents.
Aunts. Uncles. Cousins!
Other individuals, or 
M utip le  types o f people)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
o  In Your Neighborhood
©  A t School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  o r  enjoy doing this activ ity?








El Doing crafts, drawing 
or coloring
Have you done th is  a c tiv ity  in the 
past fo u r months?
□  No (go to  the next item)




W ith whom do you do this m ost o ften?
O  Alone ©  W ith Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B rothers. S is te rs) O ther individuals, or
©  W ith O f her Relatives (Grandparents. M u ,iP|e ,yPes o f P“ >Ple l
Aunts. Uncles. Cousins)
W here do you do  th is most o ften?  
O  At Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r enjoy  doing th is  activ ity?
© © © © ©
o








Hobbies, Crafts, and Games (c o n tin u e d )
El C o l le c t in g  t h in g s
f iS i l k
I
H ave y o u  do ne  th is  a c t iv i ty  in th e  
p a s t fo u r  m o n th s? P\
C  N o (go  to  th e  n e x t item )
□  y e s  (com p le te  each o f  th e  
q u e s t io n s  be low )
________________________1
H o w  o f te n ?
o  © - © © ©
W ith  whom  do you  do th is  m o s t o f te n ?
O  A lo n e  ©  W ith  F rie n d s
©  W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to rs .
(P a re n ts . B ro th e rs . S is te rs )  O th e r in d iv id u a ls , o r
©  W ith  O th e r  R e la tive s  (G ra n d p a re n ts . M u , 'P le  tY P « * o f  P«op lc)
A u n ts . U n c le s . C ous ins!
W h e re  do  you  do th is  m o s t o f te n ?  
O A t H om e 
©  A t  a R e la tive 's  H om e 
©  In Y o ur N eighborhood
©  A t  S choo l (b u t n o t d u n n g  c lasse s) 
©  In y o u r  C om m un ity  
©  B eyond V o ur C om m un ity
H ow  m uch do  you lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?






V«f y much I ova It
El P la y in g  c o m p u te r  
o r  v id e o  g a m e s
H ave you d o ne  th is  a c t iv i ty  in  th e  
p a s t fo u r  m o n th s?
C N o (go  to  th e  n e x t ite m )
C  Yes (co m p le te  each o f  th e  
q u e s t io n s  below )
H ow  o f te n ?
W ith  w hom  do you do  th is  m o s t o f te n ?
©  A lo ne ©  W ith  F rie n d s
0  W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to r s .
(P a re n ts . B ro th e rs . S is te rs )  O th e r  In d iv id u a ls , o r
©  W ith  O th e r  R e la tive s  (G ra n d p a re n ts . M u , 'P le  ^ P 45 o f  P4 ° P l4)
A u n ts . U n c le s . C ousins)
W h e re  do  y o u  do th is  m o s t o f te n ?  
O  A t H om e 
©  A t  a R e la tive 's  Home 
©  In Y o u r  N eighborhood
©  A t Schoo l (b u t n o t d u r in g  c lasse s) 
©  In Y o u r C om m un ity  
©  Beyond Y o u r C om m un ity
H o w  m uch  do you  lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?  










The next draw ings show kids doing 
th ings w ith  o ther people. Think about 
th e  activ ities th a t you have done w ith  
o the r people in the past fo u r m onths 
outside o f school.
El T a lk in g  on th e  phone
Have you done th is  a c tiv ity  in  the 
past to u r M o n th s?
L  No (go to  the n e *f Item)
□  Yes (complete each o f the 
questions below)
How o ften?
o  © ©
pjct 4 MONTkt pu t 4  month* a month a month
W ith whom do you do th is  most o ften?
O Alone O W ith Friends
0 W ith Family 0  W ith Others (Instructo rs ,
(Parents. B ro thers . S is te rs) O ther individuals, or
G  W ith O ther Relatives (Grandparents. Mu" ? le  • * ! * *  o f  P*°PI« >
Aunts. Uncles. Cousins)
W here do you do this most o ften? 
O  A t Home 
©  A t a Relative's Home 
Q  In Your Neighborhood
O  A t School (b u t n o t during classes) 
0 In your Community 
Q  Beyond Your Community
How much do you like o r en joy doing this ac tiv ity?












E J  Going to  a p a r ty
H ive you done this a c tiv ity  in the 
past fo u r months?
□  No (go to the next item)
G Yes (complete each o f  the 
questions below)
How o fte n ?
O O © - ©
W ith whom do you do th is  most o ften?
O  Alone O  W ith  Friends
0  W ith Family 0  W ith O thers (Instructo rs .
(Parents, Brothers, S isters) Other individuals, or
O  W ith Other Relatives (Grandparents. M ut,Ple  »YP«* o t
Aunts. Uncles. Cousins)
Where do you do th is  most o ften? 
O A t Home 
O  A t a Relative's Home 
O  In your Neighborhood
O  A t School (bu t n o t during classes) 
©  In your Community 
©  Beyond you r Community






O  H a ng ing  o u t
Have you done this a c tiv ity  in the 
past fo u r  months?
L  No (go to  the next item)






O i  ST
T  ! 1
W ith whom do you do this most o ften?
O  Alone O  W ith  Friends
O  W ith Family 0  W ith  O thers (Ins truc to rs .
(Parents. B rothers. S is te rs) O ther individuals, or
Q  W ith Other Relatives (Grandparents. M utiple types o f  people)
Aunts, Uncles. Cousins)
Where do you do th is  m ost o ften?  
O  At Home 
©  At a Relative's Home 
0 In you r Neighborhood
O A t School (b u t no t during classes) 
0 In you r Community 
0 Beyond Your Community
How much do you like  o r en joy doing this activ ity?










Have you done this activity in the 
past four months?
□  No (go to the next item)
C  Yes (complete each of the 
questions below)
How often?
o e  ©—
, - Z H
r
i 1
| S  .
'
© ©
With whom do you do this most often?
O Alone ©  With Friends
©  With Family ©  With O thers (Instructors.
(Parents. B rothers. S isters) Other individuals, or
©  With Other Relatives (Grandparents. ^ P * £ o f  P ^ P 1* 1
Aunts. Uncles. Cousins)
Where do you do this m ost often? 
O At Home 
0  At a  Relative's Home 
©  In Your Neighborhood
©  At School (but no t during classes) 
©  In Your Community 
o  Beyond Y o u r  Community
How much do you like or enjoy doing this activity?
© © ©
PrdtTv m jc* Vary »»«*
© 
Lov# rt
E E  W ritin g  l e t t e r s
Have you d o n e  th is activity in the 
past four months?
□  No (go to  the next item)
□  Yes (complete each of the 
questions below)
How often?
o  — © --------- © -
11 MM M tlM 2lM«CMfk« |flM«
pad 4  pad 4  m»ont»< a
With whom do you d o  this most often?
O Alone ©  With Friends
©  With Family ©  With O thers (Instructors.
(P arents, B rothers, S isters) Other individuals, or
©  With Other Relatives (G randparents. Mutiple types of people)
Aunts. Uncles. Cousins)
W here do you do this m ost often?
O  At Home ©  At School (but no t during classes)
0  At a Relative's Home ©  In Your Community
©  In Your Neighborhood ©  Beyond Your Community
How much do you like or enjoy doing this activity?
O 0  © © ©
Not at *0 Sowawkat. Prafty moth Vtrymtiih Lovai*
S e n  Of
O © © o
1-3 TWiac I fm t  2 -J  tlm "  I t .-e  a da,
i most- SWOtk J »*«• or more
Social Activities (continued)
ED  Entertaining others
Have you done this activ ity  in the 
past fo u r months?
□  No (30 to  the next item)
C  Yes (complete each o f the 
questions below)
How o ften?
O  — ©  - e -
;
W ith whom do you do th is  m ost o fte n ?
©  Alone o  W ith Friends
©  W ith Family 0  W ith  O thers (Instructo rs .
(Parents. Brothers. S is te rs) O ther individuals, or
Q  W ith O ther Relatives (Grandparents. M utip le  fY P «  ptople)
Aunts, Uncles. Cousins)
Where do you do this most o ften?  
O  At Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  o r enjoy doing th is  ac tiv ity?










These draw ings show kids doing qu ie t 
activities. Think about q u ie t activ ities 
th a t you have done in th e  past four 
m onths outside o f school.
03 Playing with pets
past four months?
□  No (go to the next item)






2 S tim e I fma < day
pjet 4 Mcntht Pj«t 4 a»©f«th J ~9*t> at
With whom do you do this most often?
o Alone ©  With Friends
©  With Family Q  With Others (Instructors.
(Parents. Brothers. Sisters) Other individuals, or
O  With Other Relatives (Grandparents. " “ " P *  ^ t s  °* P*0'" * 1
Aunts. Uncles, Cousins)
Where do you do this most often?
O At Home ©  At School (but not during classes)
0 At a Relative's Home ©  In your Community
0 In your Neighborhood o Beyond Your Community










<£E Quiet Recreation (continued)
EE3 Writing a story
Have you done this activ ity  in the 
past fo u r  months?
□  No (go to  the next item)
□  Yes (complete each o f  the 
questions below)
How o ften?
W ith whom do you do th is  m ost o ften?
O Alone O W ith Friends
©  W ith Family ©  W ith  Others (Instructo rs .
(Parents. B rothers. S isters) O ther individuals, or
Q  W ith  O ther Relatives (Grandparents. M utip le  types o f people)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften !’ 
O A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
O At School (but not during classes) 
©  In Your Community 
O  Beyond Your Community
How much do you like o r enjoy doing th is  activ ity?
© 




CD Doing pretend or 
imaginary play
Have you done this a c tiv ity  in the 
past fo u r months?
C I No (go to  the next item)




W ith whom do you do this most often?
O Alone ©  W ith  Friends
©  W ith Family ©  W ith  Others (Instructo rs .
(Parents, B rothers. S is te rs) O ther individuals, or
©  W ith Other Relatives (Grandparents. M u,lPle ^ P * 5 o f P«°Ple>
A unts. Uncles. Cousins)
Where do you do this most o ften?  
O  A t Home 
©  At a Relative's Home 
G  In Your Neighborhood
O At School (but not during classes) 
0  In Your Community 
©  Beyond Your Community
How much do you like  o r enjoy doing th is  activ ity?









CD Playing with things 
or toys
Have you done th is  activ ity  in the 
past fo u r months?
□  No (90 to the next item)
□  Yes (complete each o f the 
questions below)
How often?
o  © - & © O
!- f  hm«
W ith whom do you do this most o ften?
O  Alone O  W ith  Friends
O  W ith  Family ©  W ith Others (Instructo rs ,
(Parents. B ro thers . S isters) O ther individuals, or
©  W ith O ther Relatives (Grandparents. M utip le  types o f people)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften?  
O  AtUome 
O  At a Relative's Home 
o  In your Neighborhood
©  At School (but not during classes) 
©  In your Community 
©  Beyond Your Community
How much do you like o r enjoy doing th is  activ ity?
o G





In the  next group o f draw ings, you 
w ill see kids playing d iffe re n t kinds o f 
sports. The kids playing these sports are 
usually on sports teams and may play 
games against o the r teams. Sometimes 
these kids w ill have lessons o r practices 
to  ge t be tte r at th e ir sport. Think about 
any sports lessons, practices, or games 
th a t you have done in th e  past fou r 
m onths outside o f school.
E l  Doing martial arts
past fo u r months?
L I No (go to  the next item)
C  Yes (complete each o f the 
questions below)
How often?
o--- 0 © 0 ©
2 3  I ti*« i  t i ,
W ith whom do you do this m ost o ften?
O  Alone Q  W ith  Friends
0  W ith  Family 0  W ith O thers (Ins truc to rs .
(Parents. B rothers. S isters) Other individuals, o r
©  W ith O ther Relatives (Grandparents. M utiple types o f people)
Aunts. Uncles. Cousins)
Where do you do th is  most o ften?  
O  A t Home 
0  A t a Relative's Home 
©  In Your Neighborhood
©  At School (b u t no t during  classes) 
©  In Your Community 
O  Beyond Your Community
How much do you like  o r enjoy doing th is  activ ity?






□ 3  S w im m in g
Have you done this activ ity  in the 
past fo u r months?
□  No (go to  the next item)
□  Yes (complete each o f the 
questions below)
How often?
O  © <y ©
MmoMIk pj«T 4  4 moatk a month a watt awaak
W ith whom do you do th is  m ost often?
O Alone O W ith Friends
Q  W ith Family ©  W ith Others (Instructo rs .
(Parents. B rothers. S isters) O ther individuals, or
O  W ith O ther Relatives (Grandparents. M u,iP'* * P * S o f  W U )
Aunts. U n c le s , Cousins)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In  Your Neighborhood
©  At School (but not during classes) 
©  In  Y o u r  Community 
©  Beyond Your Community
How much do y o u  like o r enjoy doing this activ ity?
© © © © ©
o  ©




E H  Doing gymnastics
Have you done this activ ity  In the 
past fo u r months?
C No (go to  the next item)




K -  J
K
W ith whom do you do th is  most o ften?
O  Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B rothers. S is te rs) Other individuals, o r
©  W ith O ther Relatives (Grandparents. M utip le  types o f  people)
Aunts. Uncles. Cousins)
Where do you do th is  most o ften? 
O  A t Home 
©  At a Relative's Home 
o  In Your Neighborhood
©  At School (but n o t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  o r en joy doing th is  activ ity?
© © © © ©
o  © o  © ©
Not at <li £©m«avtut Pr#fty wwck Vary much I  ova it
Organized Sports
E3D H o rs e b a c k  r id in g
Have you done this  a c tiv ity  in the 
past fo u r months?
□  No (go to the next item)
□  Yes (complete each o f  the 
guestions below)
Mow o ften?
o  - © --------------© - o
W ith whom do you do th is  most o ften?
O  Alone O  W ith Friends
©  W ith Family 0  W ith O thers (Instructo rs ,
(Parents, Brothers. S isters) O ther Individuals, or
©  W ith Other Relatives (Grandparents. M utiP'« *W l s  o t  P ^ P 1* 1
Aunts. Uncles. Cousins)
Where do you do this m ost o ften? 
O  At Home 
©  At a Relative's Hone 
©  In Your Neighborhood
O  At School (but not during  classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  o r enjoy doing th is  activ ity?
© © © © ©
o









E 3  R a tin g  o r  t r a c k  and 
f ie ld
Have you done this a c tiv ity  in the 
past fo u r months?
□  No (go to the next item)
G  Yes (complete each o f the 
questions below)
How o ften?
o -------- © ©
W ith whom do you do th is  most o fte n  f
O Alone ©  W ith Friends
0  W ith Family ©  W ith  Others (Ins tructo rs .
(Parents, B rothers. S isters) Other individuals, or
©  W ith O ther Relatives (Grandparents, M uflPle ^ P * *  o f  people)
Aunts. Uncles. Cousins)
W here do you do th is  m ost o ften? 
O A t Home 
©  A t a Relative’s Home 
©  In Your Neighborhood
©  A t School (but n o t during classes) 
©  In Your Community 
©  Beyond Your Community










□ a  Doing team sp o rts
Have you done this activity in the 
past four months?
□  No (go to the next item)




©  With Others (Instructors, 
Other individuals, or
Itimi'IW ZflM'Wftt 
pstt4m lth<  pter4m*>r*t
With whom do you do this most often?
O  Alone ©  With Friends
©  With Family
(Parents, Brothers. Sisters) u u w  mumuuo.., ui
0 With Other Relatives (Grandparents, Mufiple types of people)
Aunts. Uncles. Cousins)
Where do you do this most often?
O At Home 
©  At a Relative's Home 
0 In Your Neighborhood
O At School (but not during classes) 
©  In Your Community 
o  Beyond Your Community
How much do you like or enjoy doing this activity?
o
Hof 4f*J
0 ©  
Prortr mwt*
O




Other Skill-Based Activities )
Items 1 1 -1 7
The next group o f draw ings shows 
kids tak ing  lessons w ith  an instructo r 
o r a tu to r. The kids in these draw ings 
are try in g  to  ge t be tte r a t a skill or 
learn a new  skill. These activities also 
include practices o r rehearsals as 
w e ll as performances such as recitals. 
Think about any lessons, practices, or 
performances th a t you have done in the 
past fou r m onths outside o f school.
E 3  Learning to sing (choir 
or individual lessons)
Have you done this activ ity  in the 
past fo u r  months?
O  No (go to the next item)
□  Yes (complete each o f the 
questions below)
How o ften?
O © ©  O  ©  ©  ©
I tnM t* ffc4 IHaa Z-SIumc I 2-3 taut Iw iil,,
f ir *  4 *.-■'«< cuct 4 ■totrkc jMOntk ,  MOftth i - u t  , c- - o t
W ith whom do you do this most o ften?
O Alone ©  W ith  Friends
©  W ith Family 0 W ith O thers (Instructo rs .
(Parents. Brothers, S isters) O ther individuals, or
0 W ith Other Relatives (Grandparents, M uflP,« 'YP‘ S o f people)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften?
O A t Home Q A t School (but n o t during classes)
©  At a Relative's Home 0  In Vour Community
©  In Your Neighborhood 0 Beyond Your Community
How much do you like  o r enjoy doing this activ ity?
O G 0 o o
H o fifjli <Co«"«whei frartywuck Varyauck Lava ft
Other Skill-Based Activities (c o n tin u e d )
E E 3  T a k in g  a r t  le s s o n s
Have yo u  done th is  a c t iv i ty  in  th e  
p a s t fo u r  m o n th s?
L  N o (go to  th e  n e x t item )
□  Yes (com p le te  each o f  th e  
q u e s t io n s  be low )
H ow  o f te n ?
M
0 0 ©
W ith  whom  do you do th is  m o s t o f te n ?
O  A lo ne O  W ith  F rie n d s
0 W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to rs .
(P a re n ts . B ro th e rs . S is te rs )  O th e r  in d iv id u a ls , o r
0  W ith  O th e r  R e la tive s  (G ra n d p a re n ts . M u t iPle  ^ P * 5 o f  P *°P le l
A u n ts . U n c le s .  C ousins)
W h e re  do  you  do th is  m o s t o f te n ?  
O  A t  Hom e 
0 A t  a R e la tive 's  Home 
o  In Y o ur N e ighborhood
O A t  Schoo l (b u t n o t d u r in g  c lasses) 
©  In Y o u r C om m un ity  
©  B eyond Y o ur C om m un ity
H ow  m uch do you lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?
© © © © ©
o
Pr«t»Y eh
E 3 3  L e a r n in g  t o  d a n c e
H ave y o u  done th is  a c t iv i ty  in  the  
p a s t fo u r  m o n th s?
Cj  No  (go to  th e  n e x t ite m )
C  Yes (co m p le te  each o f  th e  
q u e s t io n s  be low )
H ow  o f te n ?
o  © ^ © ©
W ith  w hom  do y o u  do th is  m o s t o f te n ?
O  A lo ne ©  W ith  F rie n d s
0 W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to rs .
(P a re n ts . B ro th e rs . S is te rs )  O th e r  in d iv id u a ls , o r
©  W ith  O th e r  R e la tive s  (G ra n d p a re n ts . M u , lPl *  TyPe !  o f  P *°P le)
A u n ts . U n c le s . C ousins)
W h e re  do  yo u  do th is  m o s t o f te n ?  
0 A t H om e 
©  A t a R e la tive  s  H om e 
o  In  Y our N e ighborhood
©  A t Schoo l ( b u t  n o t d u r in g  c lasse s) 
©  In Y o ur C om m un ity  
©  Beyond Y o u r C om m un ity
H ow  m uch do you  lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?




V»rv mik* lav* it
Other Skill-Based Activities (continued) )
E D  G e ttin g  e x t ra  h e lp  fo r  
s e h o o lw o rk  f ro m  a t u to r
Have you done this activ ity  in the 
past fo u r months?
□  No (go to  the  next item)
C  Yes (complete each o f  the 
questions below)
How o ften?
o o © © © o
I tu*« If tM 2 tifMC m the I time 2-3 n*« f I ti«e 2 3 timac
pac* 4 mpftht pect4«»e"fkc j f j f t h  a i x i i  a treat
W ith whom do you do this m ost o ften?
O Alone ©  W ith  fr ie n d s
0  W ith Family ©  W ith  Others (Instructo rs .
(Parents. B rothers. S isters) Other individuals, or
Q  W ith  Other Relatives (Grandparents. M utip le  types o f people)
Aunts. Uncles. Cousins)
W here do you do th is  most o ften?
O  At Home O  At School (but not during classes)
0 At a Relative's Home ©  In Your Community
O  In Your Neighborhood ©  Beyond Your Community
How much do you like  o r enjoy doing th is  activ ity?
O 0 G O ©
Nofafalf Somawfcar. Pretty muck Vtrfmuck love it
forfaf
□ 3  P la y in g  a m u s ica l 
in s t ru m e n t
Have you done th is  activ ity  in the 
past fo u r months?
C  No (go to  the next item)




p it '4  pacM »©•»** a ■’ Wit* aaeonth a weak a <rca»
W ith whom do you do this most o ften?
O Alone O W ith Friends
©  W ith Family ©  W ith  O thers (Ins tructo rs .
(Parents. B rothers. S is te rs) O ther individuals, or
O  W ith Other Relatives (Grandparents. M utip te  ̂ P * 5 o f  P‘ °P le)
A unts. Uncles. Cousins)
Where do you do this most o ften? 
O  At Home 
0 At a Relative's Home 
o  In Your Neighborhood
©  A t School (but n o t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r enjoy doing th is  activ ity?





Other Skill-Based Activities (continued)
S 3  Taking music lessons
Have you done th is  activ ity  in the 
past fo u r months?
□  No (go to the next item)
jfwin O'ZJf
□  Yes (complete each o f the 
questions below)
How often?
W ith whom do you do th is  most o ften?
O Alone O W ith Friends
©  W ith Family ©  W ith  Others (Instructo rs .
(Parents. B rothers. S isters) O ther individuals, or
©  W ith O ther Relatives (Grandparents. M utiple types o f people)
Aunts. Uncles. Cousins)
Where do you do this most o ften? 
O  At Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but no t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r enjoy doing this activ ity?











Clubs, Groups, and Organizations (c o n tin u e d )
G 3  Doing a religious 
activity
Have you done th is  a c t iv i ty  in th e  
p a s t fo u r  m o n th s?
C  N o (go to  th e  n e x t item )
C  Yes (co m p le te  each o f  th e  
q u e s t io n s  be low )
H ow o f te n ?
4 monflK pi<l4mo*lh< t l»C»th
W ith  w hom  do you  do th is  m o s t o f te n ?
O A lo ne O W ith  F rie n d s
©  W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to rs .
(P a re n ts . B ro th e rs . S is te rs )  O th e r in d iv id u a ls , o r
©  W ith  O th e r R e la tives  (G ra n d p a re n ts . M u , ip l*  fY Pfcs o f  pe op l‘ )
A u n ts . U n c le s . C ousins)
W h e re  do  you d o  th is  m o s t o f te n ?  
O  A t Home 
©  A t a R e la tive 's  Home 
©  In Y o ur N eighborhood
©  A t Schoo l (b u t n o t d u r in g  c lasse s) 
©  In Y o ur C om m un ity  
©  Beyond Y o u r C om m un ity
H ow  m uch do yo u  lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?
© © © © ©
G G
Prtttymvth
E 3  Participating in school 
clubs
H ave you done th is  a c t iv i ty  in  th e  
p a s t fo u r  m o n th s?
( _  N o (go to  th e  n e x t item )
□  Yes (co m p le te  ea ch  o f  th e  
q u e s t io n s  be low )
H o w  o f te n ?
a — © ---------- © -
•«•<» J*««> ••*«*
W ith  w hom  do you do th is  m o s t o f te n ?
O  A lo ne O  W ith  F rie n d s
0  W ith  Fam ily  ©  W ith  O th e rs  ( In s t ru c to rs .
(P a re n ts . B ro th e rs . S is te rs )  O th e r  in d iv id u a ls , o r
©  W ith  O th e r R e la tives  (G ra n d p a re n ts . M u t iPle  fy p * s  o f  PM PW
A u n ts . U n c le s . C ous ins!
W h e re  do  you do th is  m o s t o f te n ?  
O  A t H om e 
©  A t a R e la tive 's  Home 
©  In  Y our N eighborhood
©  A t  S choo l (b u t n o t  d u r in g  c la sse s ) 
©  In Y o u r C om m un ity  
©  Beyond Y o ur C om m un ity
H ow  m uch d o  you  lik e  o r  e n jo y  do ing  th is  a c t iv i ty ?






<$E Active Physical Recreation
Items 31-41
These draw ings show kids doing 
physical recreation activities. Some o f 
the  activ ities are sports th a t you w ou ld  
play, bu t these are n o t organized or 
team sports. Think about the  physical 
recreation activities th a t you have 
done in the  past fo u r m onths outside 
o f school.
E Q  Dancing
Have you done th is  activ ity  in the 
past fo u r months?
C  No (go to the next item)




o — o ©
W ith whom do you do this most o ften?
O Alone ©  W ith Friends
©  W ith Family ©  W ith O thers (Instructo rs .
(Parents. B rothers. S isters) Other individuals, or
©  W ith Other Relatives (Grandparents. M utiple types o f people)
Aunts. Uncles. Cousins)
W here do you do th is  m ost o ften? 
O At Home 
G  At a Relative s Home 
©  In your Neighborhood
©  A t School (bu t n o t during classes) 
©  In Vour Community 
©  Beyond Your Community
H o w  much do you like o r enjoy doing th is  activ ity?




©  ©  © 
►rotty mm* Vory mm* it
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Active Physical Recreation (continued)
S 3  Going fo r a  walk o r 
a hike
Have you done this activity in the 
past four months?
□  No (go to the next item)





p*C’ 4»0*’k< pact 4 -oafhc
With whom do you do this most often?
o  Alone O With Friends
©  With Family ©  With Others (Instructors.
(Parents. Brothers. Sisters) Other individuals, or
©  With Other Relatives (Grandparents. Mu,iP'* * P “  of PM Ple)
Aunts. Uncles. Cousins)
Where do you do this most often? 
O  At Home 
©  At a Relative's Home 
o  In Your Neighborhood
©  At School (but not during classes) 
©  In your Community 
©  Beyond your Community
How much do you like or enjoy doing this activity?
© © © © ©
o  ©
Nof <1 «H <Ct«4*»ha
G O ©




E 3  Bicycling, in -line skating, 
o r skateboarding
Have you done this activity in the 
past four months?
□  No (go to the next item)
C Yes (complete each o f fhe 
questions below)
How often?
o  ©  ©
PICT 4 moarttc pad 4 -oatks I  awoatk
With whom do you do this most often?
O  Alone ©  With Friends
©  With Family ©  With Others (Instructors.
(Parents. Brothers. Sisters) Other Individuals, or
Q  With Other Relatives (Grandparents. « P ^P 1* 1
Aunts. Uncles. Cousins)
Where do you do this most often? 
O  At Home 
©  At a Relative’s Home 
©  In Vour Neighborhood
©  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community











Active Physical Recreation (continued)
E H  Doing w a te r sp o rts
Have you done this activ ity  in the 
past fo u r months?
□  No (go to  the next item)
□  Yes (complete each o f the 
questions below)
How o ften?
o  © ^ ©
W ith whom do you do this most o ften?
O  Alone O  W ith Friends
0  W ith  Family ©  W ith O thers (Instructo rs .
(Parents. B rothers. S is te rs) O ther individuals, or
©  W ith Other Relatives (Grandparents. Mu"P le ,y P *s ot Pe0Ple l
Aunts. Uncles. Cousins)
Where do you do this most often? 
O  At Home 
©  At a Relative's Home 
©  In Your Neighborhood
O At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like or enjoy doing th is  activ ity?  
© © ©
o




Verr much Lc»€ It
E H  Doing snow sp orts
Have you done this a c tiv ity  in the 
past fo u r  months?
□  No (go to the next Item)
Hi Yes (complete each o f the 
questions below)
How o ften?
o  © --------------©
I rtwu In flu 2 tiwec IP thi I ttfPi
p ic '4 pier 4  -orthe »MC-tk






W ith whom do you do th is  m ost o ften?
O Alone ©  W ith Friends
0  W ith  Family ©  W ith  Others (Instructo rs .
(Parents. Brothers. S isters) Other Individuals, or
©  W ith  O ther Relatives (Grandparents. M u ,iPle ,y P*s o f PM P,e)
Aunts. Uncles. Cousins)
Where do you do this most o ften? 
O  At Home 
0  At a Relative's Home 
©  In Your Neighborhood
©  At School (but n o t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r en joy doing this ac tiv ity?
© © © © ©
o




try much Lott tf
25
Active Physical Recreation (continued) J
E D  Playing on equipment
Have you done this activity in the 
past four months?
CT No (go to the next item)




p jft 4 a-cmt'kt p jtt 4 m<*





With whom do you do this most often?
0  Alone O  With Friends
0  With Family ©  With Others (Instructors.
(Parents. Brothers. Sisters) Other individuals, or
0 With Other Relatives (Grandparents. Mlrt'Pl*  ^ P ”  o f P*°Ple)
Aunts. Uncles. Cousins)
Where do you do this most often? 
O  At Home 
O  At a Relative's Home 
©  In Your Neighborhood
O  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
E Q  Playing games
Have you done this activity in the 
past four months?
C  No (go to the next item)
D  Yes (complete each of the 
questions below)
How often?
o  © --------------©
I m * m t*« 2 ti-« t IN r*« 1lim
pi<T4m9N*ht pact 4 mc«tbf a wont*
With whom do you do this most often?
O  Alone O  With Friends
0 With Family ©  With Others (Instructors.
(Parents, Brothers. Sisters) Other individuals, or
©  With Other Relatives (Grandparents. Mutipte types of people)
Aunts. Uncles. Cousins)
Where do you do this most often?
O  At Home ©  At School (but not during classes)
0 At a Relative's Home ©  In Your Community
©  In Your Neighborhood o  Beyond Your Community
-© -------- © -  ©  o
2-3fuMC !ti*M 2-3 t i " * t  Iftmaadar
a MC«th awaak awrti ormor*
How much do you like o r  enjoy doing this activity? How much do you like or enjoy doing this activity?
Active Physical Recreation (continued) )
ED G arden ing
Have you done th is  a c tiv ity  in the 
past fo u r months?
C  No (go to  the next item)
□  Yes (complete each o f the 
questions below)
How o ften?
O ©  ©  ©  ©  O O
Irn-Atam* 7 ti**«  l" Iht I flaw* 2 5 ti**« I Itm* 2 311mm lrva«jM y
pjtt4a-fr«*fc< pj<f4mc»th< |MO«f* I M ' l t  i o iU  awetk *e mere
W ith whom do you do this  most o ften?
O  Alone O  W ith Friends
O W ith Family ©  W ith Others (Instructo rs .
(Parents. Brothers. S isters) O ther individuals, or
©  W ith Other Relatives (Grandparents. M ufip le  types o f  people)
Aunts. Uncles, Cousins)
Where do you do th is  most o ften?
O At Home ©  A t School (but n o t during classes)
©  At a Relative's Home ©  In Your Community
©  In Your Neighborhood ©  Beyond Your Community
How much do you like  or enjoy doing this activ ity?
o  © ©  o  ©
Hof JT i l l  Commit. Pr«TtY»utJi Vuymjcf (ovolf
S ort or
ED F ish in g
Have you done this activ ity  in the 
past fo u r months?
□  No (go to the n e *f item)




W ith whom do you do th is  m ost o ften?
O  Alone O  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents, B rothers. S isters) O ther individuals, or
©  W ith O ther Relatives (Grandparents, M utip le  types o f  people)
Aunts. Uncles. Cousins)
Where do you do this most o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but n o t during  classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like o r en joy doing th is  activ ity?  








Active Physical Recreation (continued)
CIS Doing individual 
physical activities
Have you done th ic  a c tiv ity  in the 
past fo u r months?
□  No (go to  the next item)




p*«f 4  momtht pact 4 moNfHc
W ith whom do you do th is  m ost o ften?
O Alone O W ith Friends
Q  W ith Family ©  W ith  Others (Instructo rs .
(Parents, B rothers. S isters) Other individuals, or
©  W ith Other Relatives (Grandparents. M u,iPle ^ P * s  0< PM Ple)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften? 
O  At Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  At School (bu t n o t during classes) 
©  In Your Community 
O Beyond Your Community
How much do you like  o r  enjoy doing th is  activ ity?





E H  Playing non-team 
sports
Have you done th is  a c tiv ity  in the 
past fo u r months?
C > No (go to  the next item)
□  Yes (complete each o f  the 
questions below)
How o ften?
©  ©  0 —
W ith whom do you do this m ost o ften?
O  Alone ©  W ith  Friends
0  W ith Family ©  W ith O thers (Instructo rs .
(Parents. B rothers. S isters) O ther individuals, or
0  W ith O ther Relatives (Grandparents. M u,iPle ^ P * 5 o f P*°Ple)
Aunts. Uncles. Cousins)
W here do you do th is  m ost o ften?  
O At Home 
©  At a Relative's Home 
O  In Your Neighborhood
©  A t School (b u t no t during classes) 
©  In Your Community 
©  Beyond Your Community






& Entertainment and Education
Items 4 2 -4 ?
The next g roup  o f draw ings shows kids 
w h o  are being en terta ined  o r learning 
new  th ings. These activ ities do not 
include fie ld  tr ips  th a t are taken w ith  
school. Think about activ ities you have 
done in  the  past fo u r m onths where 
you w ere en terta ined  o r you learned 
som ething new  outside o f school.
S 3  G oing to  th e  m ov ies
Have you done th is  activ ity  in the 
past to u r  months?
□  No (go to  the next item)
□  Yes (complete each o f  the 
questions below)
How o ften?
O  - © --------------€ > © -O O
4 ■Mf'thc pst*4mo*tkt
W ith whom do you do th is  m ost o ften?
O  Alone Q  W ith  Friends
©  W ith Family 0  W ith  Others (Ins truc to rs .
(Parents. Brothers. S isters) Other individuals, or
©  W ith Other Relatives (Grandparents. M u,iPle >YPes o f P*°Ple l
Aunts, Uncles, Cousins)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
O At School (bu t n o t during classes) 
O In Your Community 
0 Beyond Your Community
How much do you like  or enjoy doing th is  ac tiv ity?
© © © © (Q.
O © © o  o
NcfJfJll SOMJWfcJt, Pretty aau:fe Very «wch I©,# if
Entertainment and Education
CE3 Going to the public 
library
Have you done th is  activ ity  in the 
past fo u r months?
C  No (go to  the next item)
□  Yes (complete each o f the 
questions below)
jr.?!* l  r
G
© vrv- — 7
s'* n ; / /
Wow o ften?
o  © ©
paft 4  months pact 4 months a month
W ith whom do you do th is  most o ften?
O  Alone ©  W ith Friends
©  W ith Family ©  W ith O thers (Instructo rs .
(Parents. B ro thers . S isters)
©  W ith Other Relatives (Grandparents.
Aunts. Uncles. Cousins)
O ther individuals, or 
M utip le  types o f  people)
Where do you do this m ost o ften?  
O A t Uome 
©  A t a Relative's Wome 
©  In Your Neighborhood
©  At School (b u t n o t during  classes) 
©  In your Community 
©  Beyond Your Community









G S  W a tc h in g  T V  o r  a 
re n te d  m o v ie
Wave you done this activ ity  in the 
past fo u r months?
C No (go to  the next item)
□  Yes (complete each o f the 
questions below)
Mow o ften?
o  © ---------© - o
fits14 months past 4 moottit t  month a month » o u t  a w«a*
W ith whom do you do th is  m ost o ften?
O  Alone ©  W ith  Friends
©  W ith Family ©  W ith  Others  ( Ins tructo rs .
(Parents. B ro thers . S isters) O ther individuals, o r
Q  W ith O ther Relatives (Grandparents. M u,iP(*  o t  P* 0?1* 1 
Aunts. Uncles. Cousins)
©
t iM iM r
Where do you do th is  m ost o ften?  
O  At Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (b u t not during classes) 
©  In Your Community 
o  Beyond Your Community
How much do you like  o r enjoy doing this activ ity?






Entertainment and Education (continued)
G 3  Going to  a live  event
Have you to n e  th is activ ity  in the 
past fo u r months?
□  No (50 to  the next item)
□  Yes (complete each o f the 
questions below)




M m  to ll*  2 i m c  m ifc*
pest 4 morthe p« t 4 mO*ik\
© © ©
W ith whom do you do th is  m ost o ften?
O  Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B rothers, S isters) Other individuals, or
©  W ith Other Relatives (Grandparents. M utip le  types o f people)
Aunts, Uncles. Cousins)
Where do you do th is  most o ften?  
O  At Home 
©  At a Relative's Home 
©  In Your Neighborhood
©  At School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
Going on a fu ll-d ay  
outing
Have you done th is  a c tiv ity  in the 
past fo u r months?
□  No (go to the next item)
L I  Yes (complete each o f  the 
guestions below)
How often?
o  © © © ©
W ith whom do you do th is  m ost o ften?
O  Alone ©  W ith Friends
©  W ith Family ©  W ith Others (Ins truc to rs .
(Parents, B rothers. S isters)
©  W ith  Other Relatives (Grandparents.
Aunts. Uncles. Cousins)
O ther individuals, or 
M utip le  types o f people)
W here do you do this m ost o ften?  
O  At Home 
©  At a Relative's Home 
©  In Your Neighborhood
©  A t School (but not during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  or enjoy doing th is  activ ity? How much do you like o r enjoy doing th is  ac tiv ity?
Entertainment and Education
M M  .C B  Reading
Have you don* th is  activ ity  in the 
past fo u r months?
L I  No (go to th *  next item)
□  Yes (complete each o f th * 
questions below)
How often?
o  ©------- ©
W ith whom do you do th is  most o ften?
O Alone ©  W ith Friends
©  W ith Family ©  W ith  Others ( Ins truc to rs .
(Parents. B rothers. S isters) Other individuals, or
©  W ith Other Relatives (Grandparents. M uflPle ^ P * *  o l  P«°Ple l
Aunts. Uncles, Cousins)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In you r Neighborhood
©  At School (but n o t during classes) 
©  In you r Community 
©  Beyond Your Community






G 3  Listening to music
Have you done th is  a c tiv ity  in the 
past fo u r months?
r  No (go to the  next item)
l - i  yes (complete each o f  the 
questions below)
How often?
o  ©  ©
2 3 times I time j  Uy
W ith vWtom do you do th is  m ost o ften  ?
O Alone ©  W ith  Friends
©  W ith Family ©  W ith Others (Instructo rs .
(Parents. B rothers. S is te rs) O ther individuals, or
©  W ith Other Relatives (Grandparents. M u ,lPle *yP«s o t  PeoPle)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften? 
O  A t Home 
©  A t a Relative s Home 
©  In you r Neighborhood
©  A t School (but n o t during classes) 
©  In your Community 
©  Beyond Your Community
How much do you like  o r  en joy doing this activ ity?





Jobs, Chores, and Employment
Items 4 3 -5 5
These activ ities are th ings kids do, like 
help ing o u t a t home. Think about any 
jobs o r chores th a t you have done in the 
past fo u r m onths outside o f  school.
E E ] Doing vo lun tee r w o rk
Have you done th is  a c tiv ity  in the 
past fo u r months?
□  No (go to  the next item)
□  Yes (complete each o f the 
questions below)
How o ften?
o — © o
2-8 lu x .
W ith whom do you do th is  m ost o ften?
O Alone ©  W ith Friends
©  W ith Family ©  W ith O thers (Instructo rs .
(Parents. B ro thers , S is te rs) Other individuals, or
©  W ith Other Relatives (Grandparents. M utiPle ^ p e s  o f  people)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but not during classes) 
©  In Your Community 
o  Beyond Your Community
How much do you like  o r en joy doing th is  activ ity?




<£E Jobs, Chores, and Employment (continued)
E 3  Doing a chore
Have you done this activ ity  in the 
past fo u r months?
C l No (go to the next item)
□  Yes (complete each o f the 
questions below)
How o ften?
o  ©  ©
H t-*
p jft 4 p««* 4 mo*tkt a moatfc
W ith whom do you do th is  m ost o ften?
O Alone O W ith Friends
©  W ith Family O  W ith Others (Instructo rs .
(Parents. B rothers, S is te rs) O ther individuals, or
0 W ith Other Relatives (Grandparents. M otipte fy P41 o f peop,t)
Aunts. Uncles. Cousins)
Where do you do th is  most o ften? 
O  A t Home 
©  At a Relative's Home 
©  In Your Neighborhood
©  A t School (b u t n o t during classes) 
©  In Your Community 
O  Beyond Your Community







S I  Doing a paid jo b
Have you done th is  a c tiv ity  in the 
past fo u r months?
O  No (go to  the next item)




W ith whom do you do th is  most o ften?
O  Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Ins truc to rs .
(Parents. B ro thers . S is te rs) O ther individuals, or
©  W ith O ther Relatives (Grandparents. M u ,'Ple types  o f  ptop,e,
Aunts, Uncles. Cousins)
Where do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (b u t n o t during classes) 
©  In Your Community 
©  Beyond Your Community
How much do you like  o r en joy doing th is  ac tiv ity?
/ i » \  ( % %
o






Jobs, Chores, and Employment (continued)
EE3 M aking food
Have you done this activ ity  in the 
past fo u r months?
□  No (go to the next item)
□  Ves (complete each o f the 
questions below)
How often?
W ith whom do you do this most o ften?
O  Alone ©  W ith Friends
©  W ith Family ©  W ith Others (Instructo rs .
(Parents, Brothers, S is te rs) Other individuals, or
©  W ith Other Relatives (Grandparents. M u ,iPl«  o f  W "  
Aunts. Uncles. Cousins)
W here do you do this m ost o ften?  
©  At Home 
©  At a Relative's Home 
©  In your Neighborhood
©  At School (but not during classes) 
©  In Vour Community 
©  Beyond Your Community
How much do you like  o r en joy doing th is  activ ity?




V tn  muck Love it
C3 k b  I I
S 3  D o ing  h o m e w o rk PTO TT!/Tiii s r r $ p
ri* 15 
. . *  %>) —
Have you done th is  activ ity  in the 
past fo u r months?
□  No (go to the next item)




/ O ‘  / l i s i J i ' t gi n
How often?
o  ©
pjc’ 4 moeitks po<f4»OAf*<
O ©
W ith whom do you do th is  m ost o ften?
©  Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B rothers. S is te rs) O ther individuals, o r
©  W ith O ther Relatives (Grandparents. M u,lple ^ P t s  o f  p* ople)
Aunts. Uncles, Cousins)
W here do you do th is  m ost o ften?  
O  A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but not during  classes) 
©  In Y o u r  Community 
©  Beyond Your Community
How much do you like o r  en joy doing th is  activ ity?




Vtry I  ov* it
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<££ Jobs, Chores, and Employment (continued)
S 3  Shopping
Have you done th is  a c tiv ity  in the 
past fo u r months?
□  No (go to  the next item)




W ith whom do you do t his most o ften?
O Alone O W ith Friends
©  W ith Family ©  W ith Others (Instructo rs ,
(Parents, B rothers, S is te rs) O ther individuals, or
©  W ith Other Relatives (Grandparents. M utip le  types  o f people)
Aunts, Uncles. Cousins)
Where do you do th is  m ost o ften?
O A t Home 
©  A t a Relative's Home 
©  In Your Neighborhood
©  A t School (but not during classes) 
©  In Your Community 
o  Beyond your Community
How much you like o r en joy doing this activ ity?
© © © ©
o





E 3  Taking care o f  a pet
Have you done th is  activ ity  in the 
past fo u r months?
C No (go to  the next item)




W ith whom do you do th is  m ost o ften?
O Alone ©  W ith  Friends
©  W ith Family ©  W ith  O thers (Instructo rs .
(Parents. B ro thers . S is te rs) O ther individuals, or
©  W ith Other Relatives (Grandparents, M utip le types o f  people)
Aunts. Uncles. Cousins)
Where do you do th is  m ost o ften?
O  A t Home ©  At School (but not during classes)
©  A t a Relative's Home ©  In yo u r Community
©  In you r Neighborhood ©  Beyond Your Community




Are there any o ther activ ities  outside o f school th a t we have not ta lked  about? This is an oppo rtun ity  to  add in any o ther activ ities 
you have done in the last fo u r  months th a t we have not asked you a b o u t._____________________________________________________
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